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PRagmatic
EDITOR’S WELCOME
Olga Janssen, Editor, Cancer Patient and Carer, Chair of the
National User Steering Group for Peer Review.
Welcome to the first edition of PRagmatic,
the newsletter of the National User Steering
Group for Peer Review of Cancer Services.
We’ve chosen the name PRagmatic. Our
emphasis is on good practice, and what works,
not on theory. The idea of the newsletter is to
keep all patient and carer reviewers of cancer
services in touch, to update you on peer review
developments, and to encourage sharing of
ideas and problem solving.
But more than that, we want
cancer patients and carers
everywhere to hear about peer
review and the impact on
services development that
patients and carers can have.
So this newsletter goes out to
Network User Partnerships, as
well as to user reviewers and
healthcare professionals who
are active in peer review.
This is your newsletter. What
would you like to see here? Do
you have ideas, concerns, views
you would like to share? Is
there anything you would like

to publicize – a success story, an
event, a call for information or
for help? We’d like photos and
cartoons too, to add colour to
the text.
Please write to us. Let us know
what you think of this first
issue. You may contact me, the
editor, pragmatic@ncpr.org.uk
or contact your local user
representative on the user
steering committee, via the
zonal quality managers for peer
review. Our next issue is due in
October 2008, and copy
deadline is 1st September.
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TIPS FOR REVIEWERS
Do you have tips to give fellow
user reviewers? What’s worked
for you? And zonal officers, do
you have a good local way of
doing things, which you’d like
to share with others? Email us
at pragmatic@ncpr.org.uk

USERS MAKE THEIR MARK
Two recent national evaluations of peer review
overwhelmingly endorse the user’s contribution.

! Not just ‘a user’.
Do you dislike the term ‘user’?
Do you feel it puts you at the
bottom of the NHS hierarchy?
If so, you can introduce
yourself instead as a cancer
patient or a carer. Even better,
since Multi-Disciplinary Team
(MDT) members give their job
title and all your fellow
reviewers also give theirs, why
not add what your job is, or
was? Try it, you’ll notice a
perceptible shift in response.
! Does all the clinical talk
go over your head?
Not familiar with anatomy?
Don’t really understand how
the different cancers affect the
body and what the treatments
are? Try reading the opening
sections of the Improving
Outcomes Guidance (IOG).
You’ll find an easily accessible
explanation with helpful
diagrams. www.nice.org.uk
and go to ‘cancer service
guidance’.
! Getting to grips with
who’s who.
At the start of a meeting on a
visit, MDT members introduce
themselves. But it’s difficult to
catch names and understand
job acronyms and to
remember who’s who,
especially when there can be
in excess of 20 of them in
attendance. Help yourself by
printing off beforehand the
membership list given on the
CQuINS evidence database.

Patients and
carers are
the only
people who
have
experience
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whole
pathway of
care from
diagnosis
through
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to aftercare
and
palliative
care.

In their report on user
involvement in peer review,
independent researchers Anil
Seiger and Peter Kent found
that 83 percent of the 45
healthcare professionals they
consulted wanted to keep
users on the reviewing
teams. And of the 62 users
surveyed, 90 percent wanted
to continue as peer
reviewers.
The fuller evaluation of all
aspects of peer review was
conducted by Safe Quality
Care Ltd (SQC). This new
independent company was
set up with the aim of
working with organisations
to improve the safety and
quality of services to patients.
SQC found strong support
for patients and carers being
involved in peer review,
especially as they are the only
people to have experience of
the whole pathway of care,
from diagnosis through
treatment to aftercare and
palliative care. Over 80
percent of the survey’s 289
respondents (15 users and
274 healthcare professionals)
said that improving the
patient and carer experience
should be the aim of peer
review. It was felt that
patient involvement in review
raises professionals’
recognition of the user’s
contribution to service
improvement.

Recommendations for
improvement to the
involvement of users in
peer review
SQC’s recommendations
specific to user involvement
in peer review were
• develop methods for
getting the best from user
involvement in peer review
• involve user reviewers in
the entirety of peer review,
not just patient information
• select and involve people to
the extent that they
become experts in the
process
• make use of users’ own
professional fields,
especially their knowledge
of practice for quality
improvement and the
management of high
performing teams in other
services
• find better ways for
evaluating user involvement
in cancer services
• include patient quality of
life in future as an outcome
measure
Anil Seiger and Peter Kent
recommended
• better representation of
ethnic minorities amongst
user reviewers

For a copy of these two reports and the response of Stephen
Parsons, National Co-ordinator for Peer Review, please
contact tamika.chung@ncpr.org.uk

Process of Peer Review Professor Mike Richards

THE PROCESS OF PEER REVIEW
Professor Mike Richards National Cancer Director
I am delighted to be asked to
contribute to this first edition of a
newsletter for those patients and
carers who are involved in or
interested in the cancer peer review
programme.
I believe that the process of peer review
of cancer services has played a
significant part in driving forward
change and improvement in the
planning and delivery of cancer services
and I want to take this opportunity of
thanking those of you who have
participated in that process, whether as
a reviewer or as part of a network or
team that has been reviewed. I want to
acknowledge the time, energy and
commitment that patients and carers
have given in preparing for and
participating in peer reviews.
The findings of peer review show that
in many parts of the country there has
been significant progress made since
the peer review programme in 2001 in
improving the accessibility and quality
of cancer services and in improving the
experience of patients and carers.
However, there is no room for
complacency and there is more to be
done.
I am sure that you will be aware that in
December 2007 we published the
Cancer Reform Strategy which builds
on the progress made since the
publication of the NHS Cancer Plan in
2000 and sets a clear direction for
cancer services for the next five years.
An independent evaluation of the
cancer peer review programme has

demonstrated strong support for the
programme to continue and I believe
that it will be an essential tool to
enable us to monitor the progress
being made across the country in
implementing the recommendations of
the Cancer Reform Strategy. Peer
review will also provide data which will
support commissioners and it will
support informed patient choice.
However, the independent evaluation
also indicated that the peer review
programme needed to be modified, to
reduce the burden of inspection on
those being reviewed and over a period
of time to shift the emphasis from a
focus on measures of structure and
process to measures of outcome.
Elsewhere in this newsletter Stephen
Parsons gives some further details of
the new process that is being
developed for the future delivery of
peer review. I want to stress how
important it is that whatever changes
are made to the process, patients and
carers remain a key part of it.
So once again my thanks to you for
your continuing interest in and
commitment to peer review. I believe
that there are challenging times ahead
as we introduce a new approach to
peer review and as we look to
maximise the effective contribution
that patients and carers are able to
make to that programme.
With kind regards.
Professor Mike Richards
National Cancer Director
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ACHIEVEMENTS AND
CHALLENGES
Looking to the future of Peer Review
Stephen Parsons, National Coordinator, Cancer Peer Review

Significant
progress since
2001, but,
equally,
significant
challenges for
2008 and
beyond

Facts and figures and the user’s
contribution
As Professor Mike Richards has
commented in his article, the cancer
peer review programme over the last
three years has been an extremely
ambitious one. The programme
focussed on 6 tumour types (breast,
lung, colorectal, gynaecology, upper
GI and urology), together with
network management and cross
cutting services (specialist palliative
care, imaging, chemotherapy,
intrathecal chemotherapy,
radiotherapy and pathology). During
the 3 year period 2004 - 2007 all 34
cancer networks were reviewed,
which included 1069 multidisciplinary teams and 1051 cross
cutting services.
I would like to add my personal
thanks to those of Professor Richards
for the very valuable contribution that
patients and carers have made to the
peer review programme. The energy
and commitment that individuals
have given to a process that can on
occasions mean very long days,
staying away from home and getting
to grips with sometimes complex
issues is acknowledged and very
much appreciated.

programme in 2001 in establishing
effectively functioning
multidisciplinary teams, in developing
network wide clinical guidelines, in
developing patient centred care and
in implementing Improving Outcomes
Guidance.
Reviews have found many examples
of a committed and enthusiastic
cancer workforce, strong and
dedicated network management
teams, excellent commissioning
arrangements, together with
examples of good, innovative clinical
practice and team working and many
instances of active and enthusiastic
user involvement. It is important that
we recognise all of these examples
and that we share information about
them to ensure the spread of good
practice wherever possible.
Challenges for the next cycle of
reviews
However the Cancer Peer Review
Programme has also highlighted
significant challenges that will need
to be addressed if improvements in
the organisation, planning and
delivery of cancer services are to
continue.
Those challenges include:

Significant progress made since
2001

1. The implementation of service
reconfiguration plans.

The review programme has concluded
that in many parts of the country
there has been significant progress
made since the peer review

2. The need to strengthen the overall
management/decision making
structures in some of the Cancer
Networks.

Feature Story Achievements and Challenges

Stake-holders’ workshops during June
to August will include consultation
with patients and carers on the new
programme for reviews

3. The need to strengthen
collective commissioning
arrangements and forward
planning in a number of Cancer
Networks.
4. The need to improve core
membership in a number of
MDTs, particularly the lung,
local gynaecology and local
upper GI teams where there are
widespread significant gaps.
5. The need to improve
attendance of core members at
MDT meetings which was
disappointingly low on a
significant number of
occasions.
6. How to address the significant
gaps in workforce, particularly
in oncology, pathology,
imaging, consultants in
specialist palliative care and
clinical nurse specialists (CNS’s).
New developments in the
reviewing programme
It is clear that there is still a great
deal of support for the
continuation of cancer peer review
and it is evident that the existence
of such reviews does act as a
catalyst for change. It is however
equally clear that the programme
itself does need to develop and
evolve.
It is intended that with effect from
October 2008 the Cancer Peer
Review Programme should be
delivered at 3 levels:

1. A programme of
comprehensive reviews will be
undertaken whenever new
measures are issued in response
to newly published NICE
Improving Outcomes Guidance
(IOG). This will eventually
include a comprehensive review
of all services for skin cancer,
children and young people with
cancer, sarcoma and brain and
central nervous system.
2. Some targeted visits will be
undertaken to services where
there are outstanding issues
around the implementation of
IOG guidance including the
reconfiguration of services e.g.
gynaecology, upper GI and
urology. It is suggested that
there will be some discretion in
deciding whether to undertake
a review if follow up visits have
already taken place this year
and implementation has been
completed.
3. A programme of annual self
assessments will be introduced
with a number of targeted visits
to each Cancer Network, either
in response to the analysis of
assessments, or to follow up
significant issues identified in
previous peer review reports or
at the request of a
provider/PCT/SHA/Network.
Work is currently being
undertaken to develop the detail
of the new process outlined above

Peer review has
been shown to be
a catalyst for
change

and it is intended that the changes
will be subject to a consultation
period of 3 months during which a
series of workshops will be held
across the country to obtain the
views of stakeholders including
those of patients and carers. Those
workshops will be held between
June and the end of August and
details of dates and venues will be
publicised shortly.
A continuing role for patients
and carers in peer review
An underlying principle of peer
review has been that of ensuring
that patients and carers play an
active role in the peer review
process whether as reviewers or as
part of the teams being reviewed.
It will be essential for the
continuing success of the peer
review programme that patients
and carers continue to fulfil that
role and are able to make an
effective contribution to the review
of teams and services whatever
form that review takes.
Those of us responsible for the
management of peer review
recognise that patients and carers
bring skills and life experience to
the programme above and beyond
the experience of being a patient
or carer and it is vital that we
harness those skills and
experiences in a way that will
maximise the value that their
participation is able to bring.

WEB BITS
We are grateful to Judith
Hayter, user reviewer and
editor of the West London
Network User Partnership’s
newsletter UPbeat, where
this random collection of
interesting websites first
appeared. If you would like
to recommend a website,
we’d be delighted to hear
from you.
! Picker Institute
This is an Oxford-based charity
whose mission is to promote
the patient’s perspective.
Authoritative, accessible, and
endlessly interesting.
www.pickereurope.org
! World Cancer Research
Fund
“Our vision: To prevent cancer
in the UK and worldwide. Our
mission: To raise awareness
that the risk of cancer is
reduced by healthy food and
nutrition, physical activity and
weight management.” One
attraction of this website is the
motley collection of quotable
statistics (e.g. “Over 21 per
cent of those passing gas more
than ten times a day can be
found residing in the
southwest”).
http://www.wcrf-uk.org
! The Assertive Patient
Just for a change, try this
American blog. An interesting
and thoughtful site, the June
04, 2007 entry asks “Why be
an assertive cancer patient?”
and then answers its own
question like this:
You will get better care
You will probably live longer
You will feel better about
yourself and your illness
www.assertivepatient.com

CANCER PATIENTS HAVE
THEIR SAY
What are the cancer patient’s
priorities for the next five to
ten years? That’s the question
that was put to 46 people who
had used cancer services in
West London.

Whilst
there was
consensus
on the
priorities,
individual
views
varied.

Findings were submitted to
Professor Sir Ara (now Lord)
Darzi, the internationally
renowned surgeon and health
minister, to inform his report
Healthcare for London: a
Framework for Action.
The report, entitled ‘Our Voice’,
dispelled some myths about
public attitudes to the NHS. It
demonstrated that patients
and their supporters were able
to discriminate and prioritise,
and that they had a good
understanding of the
complexity of running a
national health service. In brief,
the recommendations of ‘Our
Voice’ were:
• To maintain the availability of
high-calibre specialist cancer
consultants and nurses.

• To establish genuine
partnership between
healthcare professionals and
patients.
Whilst there was consensus on
the priorities, individual views
varied. The report showed
interesting differences between
men and women, between the
over-60s and under 60s and
between patients and the
people closest to them.
Variations in perceptions were
particularly striking in the case
of patients versus carers. It
would appear that service users
experience greater anxiety for
their ‘other halves’ than for
themselves. Most surprising
was the award of only 65% for
‘speed and accuracy of
diagnosis’ given by carers in
the survey, whilst the patients
themselves scored it much
higher at 81%, suggesting
carers worry much more for
the patient’s sake.

• To develop specialist centres
of excellence for cancer
services.

Women have higher
expectations of support
services and the ‘softer’ aspects
than men, and are more
disappointed with the
standards offered. ‘Being able
to meet similar cancer
patients’; ‘having a pleasant
environment throughout’;
‘good provision of support
services’ all scored higher for
importance for women than
for men, but lower for
performance.

• To impose higher standards
of hygiene in hospitals as a
matter of urgency.

Younger service users are more
critical of services; older users
are more accepting.

• To maintain speed of
treatment following
diagnosis.
• To improve early diagnosis of
cancer by better screening
programmes and GP training.
• To improve cancer survival
rates.

The report “Our Voice” is easy reading, highly informative and easy to
access – please contact pragmatic@ncpr.org.uk for a copy.

A RICH RESOURCE
To date we have received 77
returns in response to our 130
requests for user reviewers’
profiles. We still want to hear
from you if you have not
returned your form. It’s not
too late to reply.
User reviewers’ mini
biographies make fascinating
reading. They show a wealth
of knowledge, and not just
from first-hand experience of
cancer services throughout the
country. They also have a long
and wide-ranging track record
of engagement in patient and
carer support work and of
involvement in cancer services
improvement. Many are now
retired but bring expertise and
transferable skills from
successful careers. Here’s just a
sample: social workers, an
auditor, a health and safety
officer, no less than three
Ofsted inspectors, an editor,
two headteachers, university
lecturers, a policeman, quality
managers, senior executives,

trainers, management
consultants, nurses, a
dentist…
We shall be analysing
responses to create a full
profile of user reviewers. This
will reveal our strengths as a
resource for peer review, but
also help us to identify gaps in
representation of the full
range of cancer patients and
carers. We already know that
some cancer types are not so
well represented; there are
very few members of ethnic
minority groups; and a mere
handful of user reviewers are
under the age of 50.
User reviewers also identified
development needs for user
engagement in peer review.
We shall be responding to
requests in our report on the
survey findings at our next
national steering group
meeting on 27 May. For a
copy, apply to
tamika.chung@ncpr.org.uk

USERS’ DEVELOPMENT
DAY, 3RD APRIL 2008
As we go to press, we are
making the final arrangements
for our users’ day at the Hilton
Metropole Hotel on 3rd April.
We expect over 60 delegates
from all over the country. Our
focus will be on looking
forward to the next cycle of
peer review: putting selfassessment and its validation
into practice. But above all, we

want to ensure that cancer
service users continue to have
a high profile in influencing
the policy making and
implementation of peer
review. A report on the day’s
activities should be available in
a month’s time. Apply to
tamika.chung@ncpr.org.uk for
a copy.

SELF ASSESSMENT
MATTERS
AN MDT TOOL KIT FOR
FEEDBACK FROM PATIENTS
Please help us to put
together for MDTs a simple
toolkit of tried and tested
ways for getting patient
feedback without too
much sweat. Do you have
an example of something
that worked in your own
hospital or network? Or
have you come across an
example of good practice
in your reviewing of cancer
services? Maybe you know
of good customer
feedback practice from
your experience of other
services? We want to
encourage MDTs to include
patients’ views in their self
assessment reports for the
new style peer review.
We’ve set ourselves the
goal of publishing a
handbook for MDTs and
making it accessible on the
internet by October 2008.
Please write one side of
A4, giving us the following
information
• name of method
• process
• advantages of method
• disadvantages of method
• advice to others for using
this method
• where it has been used
• contact person and
details for getting more
information
Email your ideas to
pragmatic@ncpr.org.uk

WANTED! USER REVIEWERS
People from minority ethnic groups and from the
less common cancer types are particularly welcome.
review from their area of
interest and knowledge.

User reviewers receive training
and are paid £100 per day’s
reviewing. It’s a fascinating
insight into how multidisciplinary cancer teams work.
You’ll be on a panel of
reviewers, working alongside
other users and healthcare
professionals. No one expects
you to be an expert; each
person contributes to the

Estimates of active user
reviewers nationally are around
130. To our knowledge, this
includes just 5 members from
minority ethnic groups, that’s
only 4%. If you are a cancer
patient or carer from an ethnic
minority, please consider
applying to become a reviewer.
If you have contacts with ethnic
minority cancer services users,

We welcome all applications
but particularly from cancer
service users from ethnic
minorities.

do tell them about the
opportunity to become a
reviewer and encourage them
to apply.
We are equally short of patient
and carer reviewers with
experience of the less common
cancer types as well as of lung
cancer.
For more information and an
application form, contact
Tamika Chung.
tamika.chung@ncpr.org.uk
tel 020 7188 9028
mobile 07917 767 204

WANTED! REPRESENTATIVES FOR OUR NATIONAL
USER STEERING GROUP
Fancy coming up to London for
the day? Fancy meeting a
group of user enthusiasts and
taking part in lively discussions
on the future of peer review of
cancer services and how to
make it even better?
We meet four times a year
from 11a.m. to 3 p.m. Dates
for 2008 are: 26 February;
27 May; 2 September; 25
November. Travel expenses, and
where appropriate overnight
accommodation costs, will be
met and there is a £50 meeting
attendance honorarium. We
ask members to act as a link
person with their local user

reviewers, keeping them
informed about key issues and
acting as a conduit for their
views to the steering group.
This involves an email or postal
exchange after each meeting, a
suggested model will be
supplied. In recognition of your
time for this role, you may
claim a £100 honorarium for
the 4th meeting attended.

One of the co-opted vacancies
is specifically for a person from
our BME communities.

Currently we have vacancies
for:

NB closing date for
applications is 21 April 2008

• 2 representatives from the
Northern Zone
• 4 co-opted members from
any zone

Please ask for an information
pack and application form from
Tamika Chung.
tamika.chung@ncpr.org.uk
tel 020 7188 9028
mobile 07917 767 204
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Patients and carers are valued
because they focus on the
impact of services on the
patient. Once they’ve been on a
review, 90% of user reviewers
enjoy it so much they want to
do more.

