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The
NUSG has a
new chairing
team

We welcome two user reviewers, Julie Oldroyd (Central) and Keith Foster (London),
who will be leading the Group in partnership with Tim Jackson, SE London Network Nurse
Director. For 2010/11, Keith and Tim will be co-chairing the Group and Julie will be vice-chair.

Julie Oldroyd
Julie started peer
reviewing in
2007. Since 2002
she has
participated in a
wide range of
managerial,
clinical, research
and user groups at network level. For three
years she chaired a Network Patient
Partnership Forum. Julie is retired education
manager with Rolls Royce plc. In her
professional career she has chaired Industrial
Society Conferences and Education Policy,
Strategy and Training meetings.

Keith Foster
Keith is a more
recent recruit to
Cancer Peer
Review but has
already
participated in
five reviews since
receiving training
in 2009. He has experience as a member of
a number of cancer committees and groups
at network and locality level, including
chairing a Locality User Group. He worked
for 32 years with BP, both overseas and in
the UK, in Sales and in Transformation
Project Management, and was chairman of
subsidiary companies.

In 2011/2012, Julie and Keith will swap roles.

EDITOR’S WELCOME
Olga Janssen pragmatic@ncpr.org.uk
PRagmatic
received so
much copy for
this issue that
we are,
exceptionally,
running to eight
pages, with the
added luxury of
more photos.
We feature our
new chairing team who took over leadership
of the National User Steering Group (NUSG)
in March and say goodbye to two pioneers

of user involvement – Mike Vincent and
Carolyn Morris – both standing down as
South Zone members of the NUSG but
continuing as reviewers.
Key Cancer Peer Review developments to
look out for are the opportunities to
feedback on the draft new Network
Partnership Measures (closing date now 30
July 2010, details on back page) and the
introduction of Clinical Lines of Enquiry for
breast and lung. We also feature a piece on
the first year of the new style peer review
process.
In March the NUSG “peer reviewed” itself: a
great way for preparing for our annual
report and work plan, and a fun activity too.
It proved a good format for involving

Tim Jackson
Tim graduated as
a nurse in York
in 1982 and a
midwife in London
in 1984. He has
a background in
cancer nursing
at a senior
management level. Tim has commissioned,
developed and run academic nursing
modules, is himself a visiting lecturer and
licensed as a facilitator for leading an
empowered organisation. Besides working in
many branches of mainstream NHS cancer
care, Tim introduced a complementary care
team to UCLH haemato-oncology unit. He is
a trustee of a hospice for children and young
people.

everyone in the Group’s self-assessment.
A summary of our “peer review report” is
printed in this issue.
User reviewers and NUSG members Carolyn
Morris, David Ardron and Joan White have
articles on how user involvement impacts on
us as users, on research, and in the wider
world of the NHS.
Cathy Regan, Quality Director for the South
Zone, is the subject of our PRagmatic
interview.
Check out the CQuINS website for the
minutes of NUSG meetings and other user
materials under “resources”.
Please send us your contributions for issue
no. 6 by the end of September 2010.

BEING INVOLVED:
THE IMPACT ON US
Many readers will recognise the experiences of being involved as a service user
quoted in this article by Carolyn Morris, user reviewer and NUSG member.
The groups we spoke with were most
definitely not support groups, but we
found a sense of camaraderie:

Studies of involvement focus on the
difference involvement makes to services
or to research, rather than the experience
of being involved. This study* looked at
user perspectives: the benefits of being
involved, the drawbacks, the factors that
drew people in and kept them in, at users’
skills.

“It isn’t a support group but my God it’s a
support group!”

Some frustrations

“Something good out
of something bad”
Gwen Harlow, (whom many PRagmatic
readers will know), and I were service
user researchers and a full part of the
research team. Our participants were 64
service users involved in local, regional
and national cancer research, cancer
service and palliative care groups in
England, Scotland and Wales. We used
focus groups, some individual interviews
and a handful of questionnaires. We
recorded sessions and analysed data
together with a career researcher.
Here are some snippets from what we
learnt.

Why people get involved and
stay involved
People’s reasons for becoming involved
are complex. We heard both about
payback for good treatment and about
turning a negative experience of
treatment into something constructive:
“Something good out of something bad.”
A desire to join with others to change
things for the better, to shape new and
more appropriate treatment and research
for others was another, common
motivation:

There were drawbacks: e.g. unclear roles
and expectations:
“It can be incredibly difficult to just find out
what it is you’re supposed to do, what
people expect of you.”

“I was excited about this chance to feed
back the experiences of my parents’
illnesses and hopefully make a difference
for patients that will follow on from here.”
Once people had become involved, other
factors came into play e.g. finding a role:
“You do feel worthless if you can’t go back
to work after treatment and you feel like
you’ve been thrown on the scrap heap.
This is an opportunity to give some of
your skills from your working life.”
Some found they gained new skills, new
friendships and support. Many described
regaining confidence and a sense of
achievement from seeing results:
“It has given me a sense of purpose. It has
been a distraction and widened my
horizons after having them shut down
during cancer treatment.”
“Life didn’t stop or change: it grew.”
“My self-esteem is greater. It does give me
a buzz to think I can be of some help
…I’m just using my experience for a
positive.”

Some feel undervalued and marginalised.
Not everyone felt the skills and qualities
they bring are recognised.
Other frustrations were the slow pace of
change and lack of feedback: people
often didn’t know if they were having any
impact.
There were personal downsides too.
Fatigue, the sheer volume of work, time
and travel were issues.

Making user involvement work
But I must also say involvement could be
fun. Our transcripts record a lot of
laughter.

“there are implications
for the whole
survivorship agenda”
Our findings have messages for
recruitment, for retention, for making
involvement work better for everyone.
And implications for the whole
survivorship agenda.

*funded by Macmillan Cancer Support’s User-Led Research competition.
Our report, to be published in full by Macmillan soon we hope; is meantime available to download at:
www.southampton.ac.uk/mru/research/service_ user/index.html

PATIENTS AND CARERS
IMPACT ON CANCER
RESEARCH
will be disparate. Sometimes a car
passenger in the rear of the car will see
very little of the view, but will still emerge
from the vehicle at the same point. That
may well parallel the case of the child or
teenage cancer patient. It is important that
we understand the needs of all the
passengers. That is what the CLG helps to
achieve.
Many people believe that engagement
with patient groups and individual patient
representatives has been responsible for a
shift in cancer research.
A decade ago most research money was
spent on drug based therapies. Now, with
the Cancer Reform Strategy, initiatives such
as cancer awareness and early detection,
survivorship issues, the need to address
cancer inequalities and improved
information, have come more to the fore.
Recently this has included special
workstreams for lung cancer and PET
scanning research, amongst other
priorities.

David Ardron, chair of
the Consumer Liaison
Group (CLG) of the
National Cancer Research
Institute (NCRI), reports
on the contribution made
to cancer research by
patients and carers.
How we work
Who we are and what we do
We are a group of more than seventy
consumers who contribute to the
workstreams of NCRI, and sit on their many
committees, giving the patient viewpoint
on the strategic planning and management
of cancer related clinical research. We cover
primary care, surgery, radiotherapy,
chemotherapy, and supportive and
palliative care.

The CLG has grown from an original group
of eight cancer patients in 2001. We
represent almost every cancer network,
tumour type and social group in the
country, and are recruited by national
advertisements and appointed by
transparent and fair methods. Members
receive some induction training (but not
too much) before they attend their

appointed clinical study group or working
committee. They then report back to the
main body of the CLG in one of three
annual meetings, held at venues around
the country. CLG members also attend the
annual conference of the NCRI, which this
year will be held in Liverpool.

“Many people believe
that engagement with
patient groups and
individual patient
representatives has
been responsible for a
shift in cancer
research”.
Our priorities
The priorities for the CLG and patient
involvement include: better communication
within the CLG; international co-operation
between patient research groups; a
thorough evaluation of the breadth and
impact of patient involvement.

For more information
If you are interested in our work or would
even like to join the movement, look at the
patient and public involvement pages of
the NCRN website www.ncrn.org.uk

The difference patients and
carers can make
Patients see the cancer world from a
slightly different position from cancer
professionals.
Compare the view of a car journey for the
car driver and for a front seat passenger.
Both travel the same route, but their
memories of the road and peripheral views

Patient members at a meeting at RIBA, Portland Place

PEER REVIEW IN THE
WIDER WORLD
User reviewer Joan White makes a case for wider
involvement of patients and carers in the NHS and
extols the Cancer Peer Review partnership model.

“Sharing experiences
between professional and
patients has proved so
mutually beneficial it should
be actively fostered at every
opportunity.”
One of the many benefits of being
a service user peer reviewer is the
opportunity to take part in the
wider world of the NHS. I have
attended several meetings
connected with patient
representation generally and the
improvement to services for
cancer patients in particular. These
have included the National Patient
Involvement and Empowerment
Conference, a consultative session
for the Care Quality Commission
and an Emergency Consensus
meeting held by NHS
Improvement, convened to shape
the emergency pathway for
cancer patients.
The under-representation of
service users at all these events is
a grave disadvantage as policies
are determined and decisions
taken with very little input from
the patient/carer view. The
sharing of experiences between
professional and patients has
proved so mutually beneficial it
should be actively fostered at
every opportunity.
The benefits to the user reviewer
are firstly the opportunity to
identify good practice. There is
much that is excellent in the NHS;

it is inspiring to hear about it and
carry it back to one‘s own
network or trust. Secondly, it is a
truly educational experience,
learning about what is going on
and listening to enthusiastic
experts in many fields.
The contribution that the user
peer reviewers can bring is equally
valid. We are able to spread the
message that peer review is an
excellent model. Patients and
carers work together with
professionals in partnership to
improve services. It is real
teamwork where everyone is
valued. This could productively be
copied by other patient
involvement activity within the
NHS. Further, it provides more
opportunities for the patient voice
to be heard and the patient
perspective to be taken into
account when shaping services.
The key to improved services is
improved communication
between patients and
professionals. Peer review has
contributed much
to this and it is vital to bring
this to as wide an audience
as possible.

MEMBERS OF
THE NATIONAL
USER STEERING
GROUP FOR
CANCER PEER
REVIEW
Chairing team:
Keith Foster (London) user co-chair;
Tim Jackson (Network Nurse Director)
healthcare professional co-chair; Julie
Oldroyd (Central) user vice-chair

Service Users:
North Zone: Dave Ardron, Hugh
Butcher; South Zone: two vacancies;
Central Zone: Pat Roberts, Joan
White ; London Zone: Olga Janssen ,
Pat Jupp;
Co-opted: Evadney Gordon-Hill (BME
interests), John Chapman, Gerry
Shenton

User Facilitators:
Colin Sloane, Jeanette Smalley

Peer Review Officers:
Ruth Bridgeman, Acting National
Coordinator; Catriona Calvert,
Quality Director; Quality Managers:
Donna McKenzie (London), James
Heasman (South); Assistant Quality
Managers: Millie Forde (North),
Debbie Wright (Central)

Administrative support:
Zara Gross Tel: 020 7188 9028
Mobile: 07917 767 204
zara.gross@ncpr.org.uk

FORTHCOMING NUSG MEETINGS:
22/6/10; 21/9/10; 7/12/10

Minutes of past meetings can be
viewed under “resources” and “key
documents” on www.cquins.nhs.uk

THE NUSG RECEIVES
A GOOD PEER REVIEW
The National User Steering Group was highly rated when it was reviewed by seven
National and Zonal Cancer Peer Review Officer members of the NUSG on 16 March 2009.
The panel considered folders of
evidence and met with nine user and
network user facilitator members of the
NUSG. They judged the Group to have
successfully influenced the NCPR
Programme and the development of
new measures. It had developed a
good relationship with the National
Coordinating Team and was judged to
be challenging without being
confrontational.

!

!

!

production and distribution of the
high quality national recruitment and
training DVD “are you for peer
review?”
publishing of supportive materials on
the CQuINS website
contributions to the foundation
training programme for user
reviewers

Reviewers assessed the NUSG against
four key questions:

The reviewing team recognised the
NUSG’s frustrations in relying on third
parties such as Zonal teams and
Networks to disseminate information
and noted the aim to improve
communications on the NUSG
workplan being developed with the
new chairing team.

1. Does the Group
demonstrate that it is
properly constituted and
functioning?

3. Is there information
available regarding
recruitment of a diverse
range of user reviewers?

The NUSG was judged:

!

“challenging without
being confrontational”

!

!

!

to be well balanced with good
partnership between user and
professional membership
to have been strengthened through
specialist interest and network officer
representation

!

to have met the challenge of
succession with its new chairing
arrangements

!

Reviewers observed that the Group
would benefit from increased
attendance from the Zonal Officer
representatives.

2. Does the team deliver a
co-ordinated approach to
user involvement nationally?
Reviewers found that the NUSG has a
good relationship with the National
Coordinating Team for Cancer Peer
Review.
Resources developed by the NUSG to
improve consistency of approach
included:
!

!

the regular newsletter PRagmatic

there is a continuous cycle of
recruitment of new user reviewers
the need for targeting BME users is
recognised
the 2008 national survey to profile
user reviewers would benefit from an
update
increased representation,
recruitment, support and
development of reviewers is
prioritised in the workplan

4. What are the NUSG key
priorities for influencing the
National Cancer Peer Review
Programme?
!

!

!

regional events for user reviewers in
2010
further national work on the
Network User Partnership measures
maintaining recognition and support
for the integral role of users in all
aspects of NCPR

Involvement in Cancer Care – Policy,
Principles, Practice” written by a user
member of the NUSG
!
!

!

!

!

the foundation training programme
regularly updated information on
CQuINS
the productive model of
collaboration between users and
professionals
the transparent and open approach
to real engagement of users in all
aspects of peer review
the personal drive and commitment
of the outgoing user chair to
progressing the agenda, which has
increased the strength of the NUSG

Immediate risks
None

Serious Concerns
None

Concerns
!

!

!

!

further work on the flow of
information to and from users is
required
increased diversity of user reviewers
is a priority
cover for the Network Nurse Director
and Network User Facilitators on the
Group is required
communication between the NUSG
and Zonal Advisory Groups (ZAGs)
needs clarification

Key recommendations
!

improve information flow

!

better representation of users

!

!

!

Good Practice
!
!

the excellent paper “Service User

update the survey of user
reviewers
provide cover for network
personnel
improve zonal officer
attendance
clarify communication between
NUSG and ZAGs

THE FIRST YEAR OF THE
NEW PEER REVIEW PROCESS
Key findings were summarised in a December 2009 report by Ruth
Bridgeman, Acting National Coordinator for Cancer Peer Review.
!

!

The New Peer Review
Programme 2009/2010
!

!

!

14 Cancer Networks had Peer
Review visits
Those not reviewed undertook self
assessment and internal validation
External verification proved very
challenging

!

!

!

!

!

!

The key questions took time to
understand

Teams were very open in selfidentifying immediate risks
There was mixed use of patients on
IV panels
Where commissioners and networks
had been involved, this was
beneficial

External Verification (EV)
!

Self Assessment (SA) and
Internal Validation (IV)
!

Earned autonomy is planned to
reduce work loads

!

EV is to confirm the IV process is
verified:
IV confirmed (Green);
IV confirmed with exceptions
(Amber); IV not confirmed (Red)

• serious concern not identified on IV
• number of differences between

A variety of processes were used for
IV, some better than others

!

IV compliance and EV
compliance

People have asked for more
prescription on the IV process

Peer Review Visits

IV took up to 2.5 hours per team

!

Were targeted, peer on peer

There was greater consistency in
reports
Reports were published much more
quickly

CQuINS Database
!

!

Initial teething problems
encountered
Easier and quicker to use with just
three documents to upload

Other Developments
Nationally
!

Three triggers for Red

• immediate risk not identified on IV

MDTs and networks found
compiling the required
documentation hard work

!

!

Collaboration with Darzi – Quality
Accounts, and Care Quality
Commission registration being
pursued
Clinical outcomes and key clinical
issues being developed with
National Cancer Intelligence
Network/National Cancer Peer
Review (NCIN/NCPR) Clinical
outcomes Group (COG) and Site
Specific Clinical Reference Groups
(SSCRGs). See article below for
information.

CLINICAL LINES OF ENQUIRY ARE INTRODUCED
National Cancer Peer Review (NCPR) is moving to a stronger
emphasis on reviewing clinical issues. This decision was taken to:
• sustain the continued support
and involvement of clinical staff

• support the overall aims of the
Cancer Reform Strategy

• align reviews with the increased
range of diagnostic and
treatment interventions since
publication of the measures, and
subsequent NICE guidance

• keep step with the
commissioning of cancer
services

In consultation with clinicians and national
cancer bodies, top clinical indicators for
Breast and Lung MDTs have been identified
and will be piloted in 2010/2011. MDTs
should provide data to evidence their
performance against these indicators. A
briefing sheet on the relevance of the data
will be provided for MDTs and reviewers. A
commentary on the clinical lines of enquiry is
to be included in the MDT’s Annual Report
as part of self-assessment and in any
subsequent Peer Review Report.
There are plans to introduce clinical lines of
enquiry for all topics in the Manual for
Cancer Services and the NCPR programme.

PRAGMATIC INTERVIEWS CATHY REGAN
Now a year in post, Cathy describes her role as the South Zone Quality
Director for Cancer Peer Review (CPR), what has been achieved, and
how CPR is developing zonally and nationally.
How did you get involved in
Cancer Peer Review?
I was working at the Healthcare
Commission (now the Care Quality
Commission) as strategic lead for
collaborative working with other
regulators, audit and review bodies.
This enabled me to spot the potential
for where peer review can add value
and help others deliver their agendas.
Most organisations and teams cannot
deliver unless they work
collaboratively with others. I think this
is particularly the case for cancer
networks and services, which cut
across many specialities and
organisational boundaries.
What is your remit as Zonal
Quality Director?
Primarily leading and managing the
programme in the South Zone,
ensuring the process is of consistently
high quality to be credible with all the
key stakeholders. Our ultimate aim is
to improve cancer services. Also key
for me is listening to local feedback
and ensuring it influences
developments.
What have you enjoyed in the
role?

How do you ensure consistency of
approach and standards across the
four CPR regional zones?
We discuss this at monthly national
executive team meetings. We go out
on other zones’ visits to learn from
each others’ approaches. Currently,
we’re reviewing all the stages, tasks,
roles and responsibilities in the annual
programme, with the aim of
standardising and streamlining the
process across the four zones.
What are the achievements of CPR
in the South Zone?
We’ve successfully implemented the
new peer review programme and met
the new deadlines, which has been a
challenge without a full complement
of staff. We’ve also seen real
improvements as a result of the
immediate risks and serious concerns
we’ve raised. And we’ve managed to
recruit and retain reviewers in an
increasingly difficult financial
environment where trusts are getting
stricter on releasing staff – unless
they are bringing in income. That’s
down to the excellent personal
relations our Quality Managers have
with reviewers, cancer managers and
clinicians in trusts.

Getting out and meeting the clinical
teams and networks, seeing how
cancer services are delivered at the
local level.

How have user reviewers
contributed to the quality of
reviews in the South?

Have there been any frustrations?

They bring a touch of realism and
help to keep us focused on what the
pathway and experience is like from
the patient’s perspective.

Not too many – it is frustrating that
MDTs don’t seem to share good
practice within their own
organisations.

How can the NUSG support user
involvement in the South Zone?
I think it would be helpful for the
National Group to liaise and
coordinate with other user groups at

both the national and local level to
ensure we have a pool of users we
can call upon for reviews. Sometimes
we seem to use a few committed
individuals who could get overloaded.

“We’ve seen real
improvements as a
result of the
immediate risks and
serious concerns
we’ve raised.”
What are the priorities in the
South Zone now?
Getting our team to a full
complement of staff; delivering the
2010 Peer Review Programme;
increasing our credibility with
clinicians by focusing more on clinical
indicators and outcomes.
Sum yourself up in three words.
Perhaps: tall, ski addict!
Professionally: collaborative,
diplomatic, fair.

MIKE VINCENT – STANDARD BEARER
FOR USER INVOLVEMENT
Carolyn Morris pays tribute to a fellow pioneer as he steps down from the NUSG.

Mike and I shared early days as user
members on the then new National
Steering Group (NSG) for Cancer Peer
Review. It began around 2002.

Though we didn’t always agree, we
combined to keep a focus on patient and
carer perspectives in the process of peer
review as it was being designed, and to

Later, when the programme started in
2004, South Zone had each of us do a
whole review in the first months. A terrific
stamina test, but also a terrific experience
that provided a check on internal
consistency and quality assurance. And
what a lot we learned.
User reviewers will recognise that feeling –
what you bring back from a review is so
valuable, in tangible ways: the ideas you
pinch and share, the good practice and
precedents you can quote back in your
home patch; and those less tangible
benefits: the understanding and
knowledge of NHS cultures, of barriers to
change and how to confront them, and of
the people.

“He is prepared not to be “nice”, to
keep challenging – but always in a
way that means he’s listened to”

Recruited via Macmillan, I had
been involved in the earlier
review round and helped write
a report on the potential for
user involvement. Experience
of university quality assurance,
most of all how useful it had been for my
user-centred service as a way of opening
doors, prompted my enthusiasm to get
involved.
The impact of Mike’s arrival on the NSG
was enormous. He brought his own, very
different experience of quality assurance
from the oil industry and a striking clarity

create roles for patient /carer reviewers
that would have impact. We rarely
planned it but we did work in concert,
picking up issues the other had raised that
were in danger of being lost. Mike’s
support really helped when decisionmaking processes – or lack of them - were
at their most frustrating.

Not just a valued team member,
Mike’s also a natural leader. At
ease in the chair in peer reviews,
he puts others at ease remaining trenchant and
ensuring the issues are covered
and everyone’s voice heard. He’s set a
standard for us all - and done a lot to
achieve acceptance of us in the role.
Involvement virgins and sceptics reassessed
their assumptions about “users” when
they experienced him in action. And I’ve
seen people simply liking him.

NETWORK PARTNERSHIP
GROUP MEASURES UPDATE
In our last issue, Ruth Bridgeman, Acting National Coordinator for NCPR, reported on
the draft new measures for Network Partnership Groups. These are now out for
consultation. Please let us have your views. Closing date for submissions has now been
extended to 30 July 2010.
The draft measures, the supporting
paper “Service User Involvement in
Cancer Care – Policy, Principles ,
Practice” and a pro forma for
responses are given on the NCPR
website www.cquins.nhs.uk (Look
under “resources” and “measures
out for consultation”.) and on

www.dh.gov.uk, in the cancer
section. There are four consultation
events organised by EventPro in
London, Leeds, Taunton and
Leicester. Details are with
networks. NCPR can be approached
to provide speakers on the
proposed measures at other events.

Feedback will be collated and
considered by an expert group
before the measures are published,
hopefully in November 2010, for
inclusion in the NCPR programme
in 2011.
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of thought. Mike thinks strategically: he
looks at the big picture, connects issues,
sees policy implications in a flash and the
practical implications on the ground. The
qualities that make him a therapist were
evident too in all those Department of
Health basement meeting rooms. There’s
always humour when Mike’s around - and
tenderness. He is no tame patient;
prepared not to be “nice”, to keep
challenging – but always in a way that
means he’s listened to.

