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This presentation will address

• Research aims – help seeking behaviour and resilience

• Key research findings
•

Seeking support and information

•

Online support

•

Approaches to building resilience

• CLIC Sargent’s online community

• Ways forward.

About CLIC Sargent
Every day in the UK, 10 children and young people are given
shocking news that will change their lives forever. They are told
they have cancer.

CLIC Sargent provides:
• emotional
• practical
• financial
• clinical support.
We are there from diagnosis onwards and aim to help the whole
family deal with the impact of cancer and its treatment, life after
treatment and, in some cases, bereavement.

Young People’s Health Partnership (YPHP)

CLIC Sargent is a member of the YPHP
consortium of organisations working with
the Department of Health, Public Health
England and NHS England as strategic
partners to raise the profile of the health
agenda across the voluntary youth sector.

Background
• Previous CLIC Sargent research found many young people
were anxious about the future and the impact of their cancer
on their confidence
• We undertook research to better understand young people’s
help seeking behaviour throughout their cancer journey
• ‘Coping with cancer’ illustrates our findings and explores how
the right support can help young people build resilience and
ability to manage their illness and its associated challenges
• In early 2015, CLIC Sargent launched an online community
that provides a supportive space where seek and provide
others with support.

Project aims
• To undertake research into how young people seek
information and support
• To find out from young people with cancer what they
would like from an online community
• To develop a supportive virtual space where 16 to 24year-olds who have, or have had, cancer can talk to
other young people in a similar situation.

Research methodology
Literature
review

First, a review of relevant literature was undertaken in order to
understand the evidence base and its applicability to young people with
cancer. This involved a thorough review of the current knowledge base
on help-seeking and resilience, collating evidence from a range of
sources.

Online
survey

Young people with cancer were consulted through an online survey
(n=124). All participants were self-selecting and identified through CLIC
Sargent’s networks. All had been diagnosed with cancer in the UK
between the ages of 16 and 24, or were currently within that age range.

Young
people’s
focus group

An additional 14 young people, who had completed the survey, attended
a focus group where the survey findings were discussed in more detail.

Interviews
with key
stakeholders

Interviews were carried out with academics and practitioners to identify
their expert views and contextual understanding of help-seeking
behaviour and resilience among young people with cancer.

Seeking help to manage challenging
situations
• Transition into adulthood can be challenging. Young people
have big decisions to make about their future and have a lot
to think about and manage:

* Education/employment prospects * Becoming financially independent
* Moving from the family home
* Social pressures

* New relationships

• A cancer diagnosis can be a huge additional challenge
• Seeking help is one way young people cope with problems
and stresses that arise.

Young people seek different information on
different topics in different ways throughout
their cancer journey
Providing young people with a suite of
support options gives them the freedom to
make the choice which suits them best

Seeking information and support
• Young people access a range
of different people and sources
of help, support and
information depending on the
nature of their needs
• For general health, cancer and
treatment issues young people
opt to speak with professionals
• However they would rather
speak to friends about sex and
relationships or go to an online
information source.

While online support cannot replace face-toface support, there is a growing need for
quality age appropriate online information
Most (96%) of the young people surveyed
use the internet to look for information and
advice

Seeking online information and support
78% of young people told us they want to connect and interact
online with other young people in similar situations, using social
media and forums to share experiences and advice.

•

55% of young people used the
internet to give advice to others

•

48% said they used it to discuss
issues and concerns with other
people

•

78% wanted to interact with
people who have been in their
situation before them.

Insert graph here

Young people’s online information needs will
vary throughout their cancer journey

At
Diagnosis

Young people can find it difficult to obtain information from their GP
or from healthcare professionals, some turned to the internet, despite
feeling overwhelmed and alarmed by some of the information they
found

During
treatment

Young people used the internet less for information purposes and
more for distraction, support and staying in touch with friends and
family

After
treatment

Young people used the internet to look for information about
symptoms, signs of relapse, and long-term effects. They felt that
there was less professional support available at this stage, leading
them to seek out information, support and advice on their own

Access to quality information is key to helping
young people with cancer feel confident in
managing their illness and building resilience.
Young people can feel anxious when their
treatment ends and need more information and
support at this point of their cancer journey

Young people with cancer and resilience
• Resilience can be seen as an outcome of coping successfully
with adversity

• Successful management of problems creates greater
resilience

It’s useful to conceptualise resilience as an outcome:
the outcome of successfully coping with stressful experiences

• The literature on resilience and experts in the field often link it
to notions of coping and competence

Approaches to building resilience

We found that there a range of effective approaches to building
resilience
• These include approaches focused on the individual

• And approaches taking the wider health and social care
system into account (community approach)

Both are relevant to young people with cancer.

The online community
In response to our research CLIC Sargent’s online community
was launched in early 2015.

The online community is a mobile-friendly, secure online space
for 16-24 year olds, who are on or off cancer treatment.

The community aims to help members find people in similar situations, so
that young people can share information and support each through
difficult times.

How the online community has helped
young people
Providing
support

‘It’s so good to see so much mutual support
in one place.’

Connecting
with others

‘I think this is a brilliant site and even
in this short while has helped a lot of
people.’

Sharing
experiences

‘This is a great support community while
having treatment and after’

“The online community
is a great way to speak
to other people of a
similar age going
through the same thing
as me”

Ways forward
This research has enabled CLIC Sargent to
reflect on the suite of services it provides to
young people

2015+

• 2015 evaluation of CLIC Sargent’s online community
• We will continue to monitor trends in digital technology and
utilise this to ensure that our online support remains fresh and
fit for purpose

• Resilience is being mainstreamed into CLIC Sargent policy
agenda:
• CLIC Sargent 10 year Strategy (June 2015)
• ‘Ambitions for the next 10 years’ report (June 2015)

Thank you

For more information please contact:
Helen Gravestock, Research and Policy Manager
helen.gravestock@clicsargent.org.uk

More information about CLIC Sargent’s online community
can be found at:
http://www.clicsargent.org.uk/news/29-01-2015-clic-sargentlaunches-online-community-young-people-cancer

