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The Union for International Cancer Control (UICC) is looking to contract an outstanding consultant with a 

track record in working with membership organisations and helping them transform the way they interact 

within their community through the use of technology.  

UICC would like to develop a global cancer ecosystem on which it can connect all its members and 

partners, offering an innovative digital platform through which the cancer community could interact, 

exchange ideas, identify similar challenges and their solutions, access special events and/or training 

sessions and more. 

As a first step towards this grand ambition, UICC wishes to build a solid foundation by improving its 

relationship management, through the development of a new Customer/Constituent Relationship 

Management (CRM) System and optimising its internal work processes. We are therefore looking for 

expert advice, recommendations and a project manager to help us gather the needs, optimise processes, 

draft requirement specifications as well as outline an implementation plan including an estimate of the 

implementation and management costs.  

In order for the Request for Proposal (RFP) respondent to get more familiar with UICC’s ambition for the 

new system, this RFP is complemented by three key documents for your consideration: 

1. A preliminary summary of needs assessment from the various UICC Teams (high-
level) 

2. A concept note outlining UICC’s ambition and the timelines for its digital transformation:  

“The Digital Transformation of UICC to create a Global Cancer Ecosystem: concept 
note” 

3. A user’s perspective guide, outlining all the different functionalities of the tool, based on 

different users’ experiences:  

“Building a digital global cancer ecosystem: users’ perspectives” 

UICC is the largest cancer federation in the world. With more than 1,100 member organisations worldwide 

(see Appendix 2 for more details on UICC membership), UICC works with a vast range of stakeholders 

to drive change and accelerate progress of the global cancer community. UICC has four areas of work: 

advocacy, convening, capacity building and launching new initiatives.  

By 2025, UICC aims to have a membership base close to 1,500 organisations in more than 170 countries. 

We anticipate that these organisations will themselves employ more than 50,000 individuals. A proportion 

of these individuals may be connected with others, but a significant number will not know of or interact 

with each other, even though many of their roles will be similar in content. For example, the fundraisers 

in all cancer organisations are very unlikely to know or communicate with each other and yet they face 

the same challenges securing resources for their organisation every single day.  

1. PROJECT GOALS AND SCOPE OF 
SERVICES 
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This is why, the Phase 2 of this project, which would be built on the Phase 1 foundation, has the ambition 

of transforming UICC from a B2B organisation with a limited interaction with some employees of the 

member organisation to the host of a digital ecosystem which delivers a paradigm shift in the way the 

cancer community interacts, exchanges ideas, solves problems and contributes to the global ambition to 

reduce the cancer burden over time.  

By providing greater access to information, ideas, education and thought leadership, UICC aspires to 

address the vast equity divide which exists around the world. By increasing the efficiency and 

effectiveness of our community we will save lives and free up limited resources to focus on the priorities 

each of our members has. The digital platform will become part of the value proposition of UICC for its 

members, and a pivotal tool for UICC’s broader digital transformation.   

In order to be able to realise this paradigm shift, UICC will also have to change the way it operates 

internally and engage in a broader digital transformation to align with the goals and ambitions it is 

pursuing.  

Ultimately in this process, UICC would like to become a more agile and innovative organisation, which 

can respond faster and more pro-actively and effectively to the needs of its members, based on the 

significant amount of data it will eventually be collecting and analysing resulting from members’ interaction 

on the platform.  
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Outlined below are the different elements that will be considered throughout the selection process. 

A. The Consultant’s mandate:

The consultant’s main task will be to accompany UICC in the first phase of the digital transformation. 

This will include:  

• Scope out the work that needs to be done, interview various teams to gather their perspectives

and needs, while finding new ways to optimise the workflow and processes, but also draft

comprehensive requirement specifications, and build a roadmap with a clear implementation plan

and timeline;

• Include technical recommendations based on UICC’s current digital infrastructures, processes

and tools - for instance cloud services, data integration across different platforms, external

service integration on the platform, communication/integration of different UICC platforms in the

future Global cancer ecosystem

• Provide concrete change management recommendations to ensure successful implementation

of the solution within organisation’s working culture

• Manage the project together with an internal UICC working group

B. Selection criteria:

The selection process will be based on the following criteria: 

• Understanding of our business and the strategic importance of this project

• Demonstrated ability in working on similar projects, preferably in membership organisations and in

the healthcare sector

• Great understanding of the opportunities and the challenges based on the information that was

shared

• Proven expertise in the digital space, in order to highlight potential pitfalls to avoid and add elements

for consideration in order to recommend the best approach both technically and financially

• Understanding the importance of user’s experience and how to ensure regular use and adoption of

the platform by its end users

• Working experience of the team that would be assigned to the project

• Pricing

• Availability to start working on the project soon (i.e as soon as May 2019)

• References (i.e worked with a UICC member or partner or other membership organisation).

2. REQUIREMENTS OF THE PROPOSAL
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C. Important technical elements to consider: 

• UICC manages four main websites: uicc.org, worldcancercongress.org, worldcancerday.org and 

iccp-portal.org, which are all currently based on the Drupal 7 and Drupal 8 Content Management 

System (CMS), hosted on an externally hosted server (cloud). 

UICC is currently using CiviCRM as the main Constituent (Customer) Relationship Management 

System, which is used to keep track of its membership data and other external stakeholders. 

CiviCRM is currently interlinked with some of the websites 

• The consultant’s role would be to help build the CRM while improving the internal work processes 

and the integration of the CRM with the other UICC platforms such as the other websites (including 

the iccp-portal.org) and the Grants Management System used by the Capacity Building team, which 

is Altum’s ProposalCentral (https://proposalcentral.altum.com/) 

 

D. Deadline for submission: 

• The deadline to receive proposals is 26 April 2019 COB  
• All proposals should be sent to Mr Charles Andrew Revkin at revkin@uicc.org.  

 

E. General budgeting considerations: 

• Pricing should clearly state whether any additional charges and/or fees are applicable. VAT should 

be indicated separately from quoted prices but should be mentioned 

• All prices to be quoted in CHF 

• Any additional fees that may incurred should be disclosed 

• Commissions received by any third party should also be disclosed 

• Sub-contracting may be considered but in any case this must be clearly indicated in the proposal as 

well as the nature and volume of services that might be outsourced 

 

F. Process: 

• After a first selection we will ask for a Skype/face to face interview to discuss further with the two best 

companies who submitted their RFP 

• The team is available to answer questions you may have to help you put a case together. Please 

contact: revkin@uicc.org 
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The Union for International Cancer Control (UICC) is a membership 

organisation that exists to help the global health community accelerate 

the fight against cancer.  

UICC’s purpose is to unite and support the cancer community to 

reduce the global cancer burden, to promote greater equity, and to 

ensure that cancer control continues to be a priority in the world health and development agenda. 

Founded in 1933 and based in Geneva, UICC’s growing membership of over 1,100 organisations across 

171 countries, features the world’s major cancer societies, ministries of health, research institutes and 

patient groups. Together with its members, key partners, the World Health Organization, World Economic 

Forum and others, UICC is tackling the growing cancer crisis on a global scale.  

UICC is committed to delivering the targets of the World Cancer Declaration through strategic 

partnerships involving members and other institutions interested in fighting cancer. Together we aim to 

save millions of lives by focusing on what needs to be done by taking the lead in: 

• Convening the global cancer control community 

• Advocacy and putting cancer on the global health agenda 

• Developing capacity building initiatives to strengthen the cancer community 

3. ABOUT UICC  
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“The UICC community provides us with the opportunity to work hand in hand with key decision-
makers from around the world to address emerging issues at an international level.”  
John McCormack, Irish Cancer Society 

“Health professionals from cancer and research centres can greatly benefit from the education and 
training opportunities provided through UICC’s international platforms. Taking advantage of these 

opportunities adds substantial value to their work and to the global cancer community.” 

Eduardo L. Franco, McGill University 

 

UICC unites the cancer community to reduce the global cancer burden, to promote greater equity, and to 

integrate cancer control into the world health and development agenda.  

UICC counts over 1’100 members in 171 countries and our members represent the world’s major cancer 

societies, ministries of health and patient groups and includes influential policy makers, researchers and 

experts in cancer prevention and control.  

UICC also boasts more than 50 strategic partners that are UICC members, foundations or the private 

sector.  

UICC members by type of organisations  

 

 

 

 

 

265
25%

30
3%
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19%

414
39%
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3%

119
11%

Cancer Societies

Government Agency
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Patient Support Groups

Professional Association

NGOs/Others

4. ABOUT UICC MEMBERSHIP  
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UICC members by geography  
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10.05.2019 – Technology consultant tenders due 

Approx. 20.05.2019 to 31.05.2019 – Face to Face meetings or Skype interviews   

June – July 2019 – Start of the project work  

 

CONTACT 

 

Charles Andrew Revkin 

Senior Digital Strategy Manager 

UICC – Union for International Cancer Control 

31-33 Avenue Giuseppe Motta, CH- 1202 Genève  

E: revkin@uicc.org 

T: +41 22 809 18 33 

www.uicc.org  

 

 

  

5. RFP TIMELINE 
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“We unite and support the cancer community 
to reduce the global cancer burden, to 
promote greater equity, and to ensure that 
cancer control continues to be a priority in the 
world health and development agenda.” 
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CRM Taskforce – UICC needs assessment overview 
8.02.2019 

Current use of CRM 

All teams used the CRM more or less heavily. 

Type of use 

Currently the CRM is used for a variety of tasks (including retrieving contact information, recording specific 
activities, membership data, cross-checking information…) 

Existence of multiple databases 

There a multiple other databases of information that are used throughout the organisation by various teams, 
mostly because they feel that the CRM is not dedicated to that or fit for their purpose. This consequently 
means that we have many different versions of information with a low confidence in reliability. We lack a live 
dashboard or at least the possibility of extracting information easily. Additionally, there are lots of different 
types of information (for instance prospects, World Cancer Day activities, budget, contracts, email 
exchanges, etc.) that are not currently in the system and would actually be valuable to have. 

There are multiple reasons for this situation: they find the system is dedicated to membership needs, the 
system is user-unfriendly, no historic insights, no sense of obligation (from leadership) to integrate their data 
into CRM (so why do it), no efficiency. 

Current challenges with CRM 

• Searching and extracting data is not easy or reliable
• It is difficult to filter or extract comprehensive reports
• CRM doesn't contain the content that they work with (eg. partnership data)
• The CRM doesn't reflect when contacts have multiple roles
• Information is not up to date in the system (because it's in multiple places, not necessarily in the

CRM).
• No complete historical overview of relationships (full profile and engagements with UICC).

• Special cases are difficult to identify.
• No clarity in roles and responsibilities of staff vis-à-vis existing data (who can/should edit)

Source of data/information 

Ideally, emails, notes, reports, files, physical meetings, phone calls, etc. - each our own interactions of any 
type should be fed into the CRM, however this is not currently the case. Ideally it would also be good to be 
able to pull information from our mass emailing to see who opened, clicked etc. 

Currently identified “Must have” features/functionality 

• Better Integration with websites and other software (outlook, conference calls).
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o Speaker roles information and better synchronization with programme 
o Ability to attach important emails to contacts 
o Email templates for specific recurring emails 
o Integration with marketing and communications tools (e.g. Mailchimp, survey monkey...) 

• Ease-of-use / user-friendly 
o Better contact searching and tagging 
o Easy import/input of data: Easier to fill in information, log interactions with contacts, eg. 

Business card scanner 
• Must be built to be flexible and contain complete information / 360°  

o Background information and tracking information of organisations and individuals, as well as 
their role and engagement with UICC. 

o Individual contacts export to reflect member organisation data (ex. country of member 
organisation) 

o Clear organisational affiliations: individual information to reflect multiple roles within other 
organisations 

o Members profile with engagement/integration with all UICC activities 
o Engagement scoring system 
o Prospects database 
o Tracking of history (tagging, more complete profile, more history of the past workplaces and 

roles etc.) 
o Mapping our member/partner/individual journey through various UICC’s activities and 

offering 
o “Knowledge” management for sponsorship process, but also “sponsorship proposal” process 

– for example use CRM to generate numbered “sponsorships proposals” (such as ones in 
sales processes) for the sponsorships, which can then be seen as sent, approved/signed, 
invoiced, paid etc. 

o Member able/invited to update organisational and individual information effectively and 
regularly 

o Integration of financial management of membership dues 
• Powerful reporting and automation 

o Dashboard 
o Better reporting, of sponsorship and registration income, especially for budget forecasting 
o Reporting, including global membership engagement 
o Easy tracking of special groups 
o Automatic reminders for lapsed sponsorships, discounts etc. 
o Automation for email marketing – give more sense of belonging within organisation 
o Smarter exports 
o Task manager/reminder (for calls, deadlines etc.) 
o Process in place to avoid spamming people 

Expectations 

The future CRM is not only seen as a knowledge hub for the organisation, but also as a tool to streamline 
and optimize processes, access information more efficiently automate repetitive tasks, help in task 
management, provide reporting mechanisms that inform decision-making and planning and much more. 



The Digital Transformation of UICC to create a Global 
Cancer Ecosystem  

Concept Note 

Background 
Since 2010, the Union for International Cancer Control (UICC) has undertaken a dramatic organisational 
transformation from a small Geneva based non government organisation (NGO) to an organisation which is 
considered to be one of the most influential health NGOs in the world.  

Since 2009: 

x The membership of the organisation has grown from 350 to more than 1,000 and the relationship 
with these organisations has deepened to the point that UICC won the Membership Engagement 
award at the 2017 International and European Associations Awards. 

x UICC has won 5 other international awards for its CEO, website, use of social media and the 
development of its flagship World Cancer Congress. 

x The partnership base has grown from 9 to more than 60 organisations drawn for the cancer 
community, foundations and the private sector. 

x Working in partnership with other health organisations, UICC has helped the World Health 
Organisation and other United Nations bodies to secure global agreements to place cancer in the 
heart of health and development agendas. 

UICC undertakes a number of critical roles on behalf of its membership.  These are captured on the website 
www.uicc.org 

UICC has recently undertaken a strategic review to define its ambitions for the next ten years, One ambition 
relates to the way in which it wishes to transform from a traditional membership organisation to become the 
hub in a transformational digital ecosystem in which its members and their employees are connected online 
at all times. 

This is the subject of this paper. 

The Vision 
By 2025, UICC aims to have a membership base close to 1,500 organisations in more than 170 countries. 
We anticipate that these organisations will themselves employ more than 50,000 individuals. A proportion of 
these individuals may be connected with others, but a significant number will not know of or interact with 
each other, even though many of their roles will be similar in content. For example, the fundraisers in all 
cancer organisations are very unlikely to know or communicate with each other and yet they face the same 
challenges securing resources for their organisation every single day. 

UICC wishes to connect all its members and their employees through a new digital ecosystem which allows 
every individual to interact with others on areas of common interest. We wish to transform from a B2B 
organisations with a limited interaction with some employees of the member organisation to the host of a 

The Digital Transformation of UICC to create a Global Cancer Ecosystem – June 2018

http://www.uicc.org/
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digital ecosystem which delivers a paradigm shift in the way the cancer community interacts, exchanges 
ideas, solves problems and contributes to the global ambition to reduce the cancer burden over time. By 
providing greater access to information, ideas, education and thought leadership, we will address the vast 
equity divide which exists around the world. By increasing the efficiency and effectiveness of our community 
we will save lives and free up limited resources to focus on the priorities each of our members has.  

In short, we will unite a powerful and growing movement of individuals passionate about cancer control. 

Why UICC? 
UICC is the largest cancer federation in the world and has no competitor. 

It is a trusted organisation at ease working with a vast range of partners, driving global change with a 
backbone of science and evidence to support it. We run on behalf of the global cancer community World 
Cancer Day (on February 4th), the World Cancer Congress and the World Cancer Leaders’ Summit.  Every 
major national cancer society is a member of UICC and many of them partner with UICC on global initiatives. 

UICC has a track record of transforming itself, meeting the demands of a changing environment and in 
response to the needs of its membership base. W have developed core competencies in change 
management, partnership engagement and the ability to design and deliver new organisations to fill gaps in 
the health environment. We think big and we deliver. 

The image below portrays our past and our ambition for the future. We have successfully undertaken 
organisational transformation since 2009 and now we plan to transform ourselves and deliver a global digital 
ecosystem to benefit the cancer community in every country. 

350

1,000

thousands

Cancer organisations as members of UICC

Employees of members we interact with

Employees we do not interact with

2009

1,070

>5,000

thousands

2018

1,500

>50,000

2025



UICC Business Plan 2019-2020 
Updated Version DRAFT: May2018 pending UICC Board Approval 

Building a digital global cancer 
ecosystem: users perspectives 

“We unite and support the cancer community to reduce the global 
cancer burden, to promote greater equity, and to ensure that cancer 

control continues to be in the world health and development agenda.” 
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In the last 9 years, UICC has grown its membership base from less than 400 to more than 1,000 and at 
the same time deepened the relationship it has with its members.  

At the end of 2017, a membership survey revealed that: 

• 48% of UICC members rated their interaction with UICC as “very good”. 
• 33% of members were very satisfied with their UICC membership. 
• 97% of members would recommend UICC membership to another organisation, and 
• 77% of members are interested in becoming more involved in international activities. 

In recognition of UICC’s admirable relationship with its membership base, UICC received the award for 
“Best Membership Engagement” at the European and International Associations Awards in 2017. 

Although these results are impressive, the truth is that our relationship with most cancer organisations 
is through a few individuals only. We rely on them, as the points of contact, to ensure that the benefits 
of membership are shared across their organisation, which in some instances works well, but in many 
organisations is somewhat inconsistent. Moreover, when a point of contact leaves the organisation, it 
can have a detrimental effect on the interactions we have with that member, sometimes taking us many 
months to recover the trusted relationship we have nurtured over many years. 

Collectively, UICC members employ many thousands of staff. We have profiled a sample of our 
membership and we estimate that more than 50,000 people are employed by the 1,070 members. This 
represents a significant opportunity for UICC to extend its ability to achieve the first line of its Purpose 
Statement “to unite and support the cancer community” given that individuals who work in institutions 
that we know and trust. We believe that the ambition to unite all individuals who work in the 
organisations which are members of UICC is an aspiration which is both exciting and attractive.  

It is not possible to achieve this through traditional methods. Like most non-government organisations 
with a membership base, UICC interacts with its members through email, eblasts, a website, social 
media, calls and at global and regional meetings. The vast majority of staff in our membership do not 
interact with UICC and get the benefits of being part of a community passionate about cancer control 
and improving the effectiveness of the work they undertake each and every day. 

As we enter the new decade, the UICC Board of Directors aspires to transform the organisation they 
lead, from one which interacts with a small proportion of the staff in its membership base to one which 
offers the ability to connect all staff in each member with the staff of others. To connect the fundraisers, 
advocates, patient support leaders, CEOs, young leaders, event arrangers and finance managers. To 
give everyone the chance to meet people around the world who face the same challenges they do. To 
share best practice. To offer support and guidance. To transform the way in which the cancer 
community works together on common issues and challenges. 

This paper describes the new e-UICC platform from the perspective of: 

1. A member of staff whose organisation is a member of UICC. 
2. The CEO of a member organisation. 
3. The UICC team in Geneva. 
4. A partner of UICC. 

In each case we have written the description of the new e-UICC through the eyes of the user. The 
working title for the service is “CancerLink”. 

1. Overview 
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Day One: 

“Today, I received the instructions from our CEO on how to download the e-UICC app, “CancerLink” on 
my iPhone. It has been stressed that our membership of UICC will give us access to thousands of 
people around the world in a secure and coordinated way so we can share ideas and views directly with 
people working in our field of interest. I’m a fundraiser for this organisation and it has been incredibly 
difficult to keep the funds flowing during a time of economic downturn in the country. I’m hoping that 
“CancerLink” will give me new ideas and inspire me to find ways to close the funding gap we have this 
year, and in future years! 

The App is pretty easy to find on the Apple App Store. I’m asked to put in the organisation code and my 
name and it downloads onto the phone pretty quickly. 

The registration pages ask me more personal details and I am then asked to complete a series of 
preference pages which indicate what I am interested in receiving information about. I’ve chosen topics 
around business development, partnership management and fundraising, but also, given my interest in 
patient support, I’ve ticked that box as well. I can always change my choices in the future, but at the 
moment, these are the topics I’m most interested in. 

It then prompts me to select the common interest groups I would like to join.  There are lots to choose 
from, but at this stage, I’ve selected fundraising as my first group. It tells me that there are 167 other 
members of the group and they are based in 103 countries.  As I join, the App automatically sends a 
message to all current members telling them that I am now part of their community. I receive a welcome 
message almost immediately from a person in Malaysia who I met at the World Cancer Congress 
earlier this year.  

I can see that the community has four basic areas I can visit: 

1. Discussion threads around a question posed by one of the community. They are organised by 
keywords and I can easily browse through the relevant topics. I can see one about how to make 
gala dinners more successful. We did one last year and it was such hard work for little return, 
but it brought us longer term benefits as three of the attendees have now become big donors.  I 
post that follow up is critical and give my example. I get extra “points” in my user profile for 
having answered someone’s question, as the App/platform integrates gamification mechanisms 
to encourage user interactions. 

2. There is a place to post and view articles of interest. Someone from Germany has posted a 
great article of online fundraising and so I bookmark that article immediately as I have to come 
up with an online strategy soon for the CEO who is pressing me for ideas. 

3. I see that there is an online training section which lists webinars which are taking place in the 
next three months and highlights conferences which may be relevant to me. A company called 
CCS is running a webinar in two weeks time so I sign up to that. It looks like most of the 
webinars are free, but even the pay to join ones are only $10.  Seems reasonable to me. 

4. Another section offers mentoring opportunities. Looks like more experienced fundraisers are 
offering to coach young people like me online or through a chat room. There are people from all 
the big cancer organisations on there. So, I send a “can we talk” message to the lead fundraiser 
in Cancer Council Australia – an organisation I have admired for many years. 

This all looks great.” 

After 6 months: 

“Wow, CancerLink is amazing. It’s part of my day to day life. I get to the office, open up email and put 
my iphone in front of me with CancerLink open. Every time I have a challenge, need a new idea or 

2. CancerLink through the eyes of the 
Individual user 
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guidance from an experienced person, I simply tap into it and the same day I get support from the e-
UICC community. 

Yesterday I finished my “Using Social Media to Fundraise” paper for the CEO. I had 10 people help me 
complete it on CancerLink and we have some fantastic case studies attached which are real success 
stories from across the UICC membership base. I’m pretty confident with my recommendations and I 
know the numbers are credible. It will certainly help the CEO and the Board justify the investment we 
need to make it happen. 

Last week I attended a great webinar on developing corporate partnerships. It was run by three people 
in the community who have each signed up companies as partners in the last two years. I was 
particularly interested in how they completed their due diligence and what the conflict of interest issues 
were, and how they overcame them. We were able to post questions in real time for the presenters and 
afterwards we had a discussion thread running for a couple of days on how best to work with 
corporates. There were mixed feelings around the group, with some shying away from the sector whilst 
others appeared more at ease working on projects together. The biggest value for me was to become 
more aware of the risks and manage the contracts accordingly. 

Two of the community already have a partnership with the company I am talking to, so we separately 
shared notes and they have let me see how they completed due diligence and signed up the company.  
This gives me and the organisation a lot of comfort that we are avoiding unnecessary risks and that the 
partnership has a better chance of succeeding. 

Four months ago, I had permission to recruit a young fundraiser into my team. I used a template job 
description from the resources section of CancerLink, posted on the service and it automatically 
launched it into local, regional and international online job sites. I had 40 applications within 10 days! 
Awesome! 

I inducted my new member of staff two weeks ago and as part of it, we registered her with CancerLink 
so she could become part of the community. She found out that UICC is running a “young leaders in 
fundraising” group which has more basic training modules and links them to mentors around the world. 
She has teamed up with a fundraiser who is in an organisation similar to ours and they have already 
asked if she wants to spend a week with them, funded by a UICC “Experience grant”. We’ve said yes 
and she will be flying off in three weeks time – great to have her training shared across the community! 

Last Friday, I received an alert about a new fund being created by a pharma company which we could 
apply for. UICC regularly posts funding opportunities from their partners and they are quickly 
distributed. We pass all the criteria and we can apply for up to $50k which will be incredible for our 
organisation. The CEO is still concerned about hitting our targets for next year, but I feel more confident 
that we can achieve them. We have some great proven ideas in our armoury now and it’s just a matter 
of making them happen!” 
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 “When Muriel reached out to me to join UICC, I looked at their website and saw the amazing work they 
do on behalf of the cancer community and it seemed like a great organisation to be part of. But what 
sold it to me was the online demonstration of Cancer Link. Wow! 

I run a cancer organisation in Uruguay and we do a number of things helping the community be aware 
of cancer risk factors, campaigning for more government support for patients and we also have three 
Hope Lodges which house the families of cancer patients receiving treatment at the main cancer 
centres in the country. We are constantly short of funds, try to do the best to persuade the government 
to give greater priority to cancer and we want our volunteer base to grow. With only a team of 23, it’s 
hard to do everything. 

So, Muriel walked me through the demo of CancerLink. Every member of my staff will be able to 
download it onto their smartphone. They then sign up to the communities they are interested in and in 
seconds, they are communicating with people around the world doing the same type of job, facing the 
same pressures and willing to help us. I feel like I’ve just increased my staff base threefold! 

Everyone in my team is buzzing as they reach out to the cancer community on CancerLink. My 
fundraiser has already got 3 great ideas which he is refining for me to sign off next week. The advocacy 
team is leading the current discussions and liaising with others on the continent so that we can 
coordinate our efforts and we have been inspired by some campaigns which appear to be far more 
effective than those we have used in the past. 

I’ve joined the “CEO community” which links me directly with 566 other CEOs running cancer 
organisation in 150 countries. I knew some of them already as I had met them at the World Cancer 
Leaders’ Summit in Liverpool last year, but now we can exchange views and ideas simply through 
CancerLink. A group of us have created a sub-community on ‘Governance’ as we all appear to be 
having difficulty managing our Boards. The resources section gives a number of guidelines and toolkits 
for us to use, but we have also arranged our own CancerLink Meeting call facility to discuss the issue. 
It’s a great service – basically up to 8 of us can dial into the F2F meeting room and we then see each 
other on the screen side by side. Bearing in mind that we are in 8 different countries and did not know 
each other 6 months ago, this is simply amazing. In one hour I learnt more about governance than I 
could reading for a month. I particularly liked the idea of “nose in and hands out” which I will use in my 
next discussion with the Chair of the Board. 

I’m planning to attend the Harvard Business School in fall on their NGO leaders course. Never even 
crossed my mind that this would be possible, but when I received the alert from CancerLink last month I 
was quite shocked. Roche is committed to CEO education and made available 10 spaces on the course 
for the likes of me and I applied simply because I need more training on how to be an effective CEO. Of 
the 63 who applied, I was a lucky one, so in a couple of month’s time I’ll be on a plane to Boston on a 
course run by the most prestigious business school in the world.  Apparently, once I complete the 
course, I will be qualified to join the HBS Business forum on CancerLink which will give me access to all 
Harvard Reviews and academic literature. So cool. I’m looking forward to meet CEOs from other 
sectors. 

Ok, so Cancer Link is good for me as a CEO to learn, share ideas and solve problems, but it also gives 
me amazing insight on my team. Every month I get a full report on how my team has been using the 
service – number of meetings attended (and what ones), papers downloaded, discussion threads used 
(and what topics) and what is new on CancerLink which I should encourage my teams to follow up on. It 
also lists the costs we have incurred downloading papers and attending webinars.  That’s rarely more 
than $100 and I consider it to be worthwhile. 

I also get the “Best of” report each month which gives me highlights of the conversations which are liked 
the most on CancerLink. This month there was an excellent set of comments on the challenge of e-
cigarettes. I was able to read the arguments for and against them and consider what our response 

3. CancerLink through the eyes of a CEO
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should be in this country. One commentator referred to a paper from Australia which I found particularly 
useful. 

One of the best features of CancerLink is the travel offers. Because UICC has partnered with five of the 
largest airlines, we are able to find cheap flights to all the major cancer meetings in the world. In the 
past it would have been too expensive to send some of my team to the World Cancer Congress or 
ASCO, but the discounts make it a lot easier to afford. I can see from my annual report that we’ve 
saved nearly $10k in flight costs this year, which more than justifies the $3k UICC membership fee. 

We have a monthly CancerLink meeting with the management team and we assess what we have 
learnt which we should be applying across the organisation and I can honestly say that we have already 
changed things we do, brought in new ideas and I can see confidence building across the team. We are 
a team of 23 with a resource behind us which numbers hundreds as far as I can see. And every month, 
the number of people registered with CancerLink grows so we are connecting with more people, more 
ideas and more inspiration. 

UICC offers so much to my organisation, but CancerLink alone makes the membership fee completely 
justifiable. We could not get this level of support anywhere else.” 
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“CancerLink has transformed our relationship with our members in the last three years. We used to 
have just over 1,000 members and we communicated with them as best we could through phone and 
email, but it was difficult. And whilst we had a great relationship with many, we knew that there were so 
many people in our community who we could not reach. But now, we have more than 50,000 people 
interacting with us and each other on a vibrant online system which encourages sharing of information 
and the forging of friendships and partnerships. 

When the first organisations came on board we were not sure if they would actually start using the App 
or if it would simply fizzle out. But we can now see that CancerLink has become a part of their every 
day work environment. The staff of our members literally turn on their email and CancerLink and use it 
to do their work every day. They also actively update their preferences and details regularly, since they 
see the value of accessing CancerApp and seeing the opportunities.  

From our perspective, it has made our interactions with our members deeper and more meaningful. In 
practically everything we do, we are able to target our messaging and interactions incredibly well. Last 
week, we were in conversation with one of our partners who is running a webinar on advanced breast 
cancer and we were able to inform 167 people that it was taking place, and nearly every one of them 
signed up. In the olden days we would have had to eblast our member list and we would be lucky if 4 or 
5 people signed up. Because all CancerLink users log their interests and preferences, we are able to be 
very specific with our messaging. 

It’s fundamentally changed some of the ways we operate. For example, we build the programme for the 
Congress so much quicker now than we did before. We monitor all the discussions on CancerLink and 
this gives us a very clear view on what hot topics are of interest to our members. Use of social media 
for fundraising has over 2,300 people in its community, so we know there is real interest in the topic. 
Likewise, we see that the alcohol community chats are sporadic and very few people engage in the 
community – a hint that the subject is not that appealing. Of course, the questionnaire we send out 
asking those interested in the Congress what topics they would like to see in the programme gives us 
great insights also. 

Every month, we can see on our screens a dashboard which shows how CancerLink is performing for 
our members. Last month, there were 187 discussion threads taking place and 12 of them were new. 
The discussion on the latest IARC monograph was exciting to watch as those interested in the link 
between deodorants and breast cancer joined into a feisty discussion on the merits of the conclusions. 
We also saw an interesting thread emerge on one dose or two for HPV. Many people were applauding 
the paper from an esteemed academic in New York which showcased new data emerging from trials in 
Latin America.  

Our UICC partners love CancerLink. We are able to connect them directly with people who are happy to 
work with them on specific projects. In the last couple of months: 

• Pfizer wanted us to reach out to people in Asia interested in a meeting they were arranging on 
lung cancer.  The spaces were filled in 48 hours. 

• World Cancer Research Fund International has created a community on the link between diet 
and cancer which is helping them shape the types of reports they produce and distribute in the 
future. 

• Cancer Research UK have formed a tobacco tax community which is very active exchanging 
ideas on how to advocate for increased taxes at government level. It’s a very active group 
hosting webinars, training sessions and sharing guidelines and support materials. 

• Our deal with Etihad has been shared with all those who want to attend the Congress in Delhi 
in 2024 and this will boost registrations. 

4. CancerLink and the UICC team in 
Geneva 



 

Building a digital global cancer ecosystem: users perspectives
  9 

• Many of our members have taken up the offer from the Swiss watch industry to order World 
Cancer Day watches to sell to their high net worth patrons. 

Every week we get feedback that CancerLink has helped our members in some way, helping us track  
our impact on our membership. Last week our members in Uganda were delighted to receive great 
information on Hope Lodges. They posted a question on the “Need Help” section of CancerLink and 
within a couple of days, the good people in ACS sent through a complete set of guidelines on how to 
set one up. Amazingly, our partners UMPC jumped into the conversation and offered to build one for 
free as they had allocated some of their funds to help LMICs develop Hope Lodges. IKEA have also 
joined the cause and will be making available the furniture for the Lodge as part of their commitment to 
the cancer community on CancerLink. So now they are working out how to get the project started. 

Every 6 months we have a CancerLInk Review Board. The data analysis comes out of the system 
automatically. We see how many users we have, what their interests are, where they live, their age 
profile and the analysis of the key topics being discussed and this allows us to consider how we best 
administer the service so that it continues to bring value to everyone. Of course, our input is marginal 
given that much of the content is driven by CancerLink users, but we do monitor trends and provide 
some policing to ensure that nothing gets out of control. The “Appropriate Conduct Rules” have to be 
followed through, and it is frustrating when we have to cancel someone’s participation because they 
have used CancerLink inappropriately. Although it was funny last week when a gentleman in Sweden 
posted that he was looking for a girlfriend! Not in the rules, but he had 32 responses within a day, 
showing the platform really works! 

From a business perspective, CancerLink has enhanced UICC’s ability to deliver its Purpose 
Statement.  

• We unite and support the membership in a way which is extraordinary. 5 years ago we knew 
the names of a couple of thousand people in our network. Now we know 52,142. We know their 
preferences and areas of interest. We see their use of CancerLink and through that we are able 
to predict their interests in certain topics and we can offer them information which they would 
never find themselves. By connecting our community we have seen more peer to peer support, 
mentoring, twinning, secondments and the flow of funds and information.  

• We have helped address the issue of inequity because CancerLink provides a flow of quality 
information to everyone all the time.  There are no barriers excluding people from the best 
advice and information across our community. 

• And our ability to exert influence on global dialogues has improved because our advocacy 
communities are in constant touch, monitoring the actions of governments and coordinating 
messaging across the UN system. There are 3,567 people in the advocacy community who 
work together to press governments for change. They draw down templates and use the same 
scripts to engage with their political leaders and more importantly, they post notes of their 
interactions on line to help others.  

All our “traditional” services are now integrated in the CancerLink platform.  The CEO Programme 
combines an online community with the regional and global training opportunities which we implement 
face to face. Our Young Leaders have their own community and this is a vibrant group with many 
concurrent threads taking place on issues pertinent to the younger person in cancer control. We were 
fortunate to secure the sponsorship of three business schools for this community and they have made 
their educational resources available to all. We receive more applications for fellowships, have more 
volunteers assessing applications and we are constantly running Master Courses online with the 
support of many. 

Marketing our flagship convening activities has never been easier. We can target specific messages 
about the Congress to those who are interested in the specific subject rather than the general eblasts 
we employed many years ago. Track 2 Prevention sessions are sent to the 12,389 people who have 
expressed interest in the cancer risk factors. Track 5 on palliative care is marketed to the 2,498 people 
who have expressed an interest in that subject. And all the sessions are filmed and can be downloaded 
at a low price, meaning that our Congress now reaches thousands more than it did when you had to 
attend to learn from it and it brings in an additional line of income to help fund the Congress. 

A byproduct of CancerLink, which we did not expect, has been the peer review application. The 
community set this up under the title “Comments Please” and it has enabled users to post papers which 
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others can comment on. The papers look and feel like abstracts and the application in CancerLink has 
allowed a lot of young researchers to receive amazing feedback on their work very quickly. The “like” 
feature means that we can identify the most popular papers and publicize them through www.uicc.org 
or through our publications, IJC and JGO. Last year, this system uncovered two outstanding young 
researchers who are now enjoying fellowships at IARC thanks to a grant from our partners Microsoft. 

Every day we see CancerLink evolve. We have editorial responsibility, but the content is driven by our 
members for our members. And that’s why it is so successful.” 
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Minutes of meeting held with UICC Partners to discuss CancerLink 

Date: 17th July 2022 

Location: UICC Offices, Geneva 

 

Cary Adams opened the meeting welcoming the 60 organisations in the room who were active partners 
in the delivery of CancerLink to the UICC Community. He explained that this meeting would be an 
opportunity for partners to share how they were using the platform to reach the cancer community. 

GH from Pfizer reported that in the last 6 months Pfizer had used CancerLink to: 

• Secure 145 attendees to their webinar on lung cancer. 
• Identify individuals in Asia willing to participate in an online survey  
• Distribute a report on cancer trends in Latin America to 4,789 people in that region receiving 

feedback from 462 people on how the report will be used in their country. 

MB from Roche reported that: 

• Their call to identify 10 CEOs to attend a Harvard Business School course had been very 
successful with 62 outstanding candidates submitting applications. They had decided that 
although only 10 attended the course they would fund HBR subscriptions for all 62. 

• They had recruited 2,897 women to participate in a research project which will consider the 
equity issues faced by women with cancer in low and middle income countries.  A detailed 
questionnaire was completed and the summary report will be shared across the CancerLink 
community and be presented at the next World Cancer Congress. 

RT from BMS reported that: 

• Following on from the European Ride to Cure Cancer they had been successful in securing 
support from 6 countries in South America to arrange a Latino equivalent next year.  

• They were also delighted to see the response to their call for “People living with cancer, 
working in cancer”. 3,698 people volunteered to tell their stories which will be brought together 
as a book and will be published on World Cancer Day in 2023. 

The Norwegian Cancer Society reported that: 

• Their call to bring together “Art for Cancer” had been extraordinarily successful.  Over 300 
pieces of art have been photographed by users of CancerLink and loaded up on the Art Gallery 
section and more than half were sold in the first month raising $436k which will be used to 
provide art materials to 198 Hope Lodges around the world.  

The Spanish Cancer Society reported that: 

• Through CancerLink, they had twinned all staff with equivalent staff in 6 cancer organisations in 
the Spanish speaking parts of South America. The connection has led to work exchanges and 
the CEO will be hosting a meeting of the other CEOs in Madrid in 2 months time. 

• The platform has been great to raise the profile of World Cancer Research Day. It has also 
helped identify great research being done across the world which is being showcased on the 
WCRD website. 

JJ from WHO FCTC reported that: 

• The survey which was launched 3 months ago on tobacco taxation in 52 countries had been 
completed in record time by civil society and the report was produced in time for the COP 
meeting which took place in Cape Town two weeks ago. 

 

5. CancerLink and UICC Partners 
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