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Contributing to a NICE clinical guideline: 
a guide for patients and carers 
Issue date September 2006

AAbboouutt  NNIICCEE  gguuiiddaannccee

The National Institute for Health and Clinical Excellence (NICE) is the
independent organisation responsible for providing national guidance on
the promotion of good health, and the prevention and treatment of ill
health. It produces different types of guidance including: 

� cclliinniiccaall gguuiiddeelliinneess (recommendations about the treatment and care of
patients with specific conditions in the NHS)

� tteecchhnnoollooggyy  aapppprraaiissaall  gguuiiddaannccee and iinntteerrvveennttiioonnaall  pprroocceedduurreess
gguuiiddaannccee (guidance on the use of new and existing medicines, treatments
and procedures in the NHS) 

� ppuubblliicc  hheeaalltthh  gguuiiddaannccee (guidance on the promotion of good health and
the prevention of ill health).

OOrrddeerriinngg  iinnffoorrmmaattiioonn

This booklet is available from the NICE website
(wwwwww..nniiccee..oorrgg..uukk//gguuiiddeelliinneeccoonnttrriibbuuttee). Printed copies can be ordered
by telephoning the NHS Response Line on 0870 1555 455 and quoting
reference N1114. 

A more detailed booklet on the guideline development process, ‘The
guideline development process: an overview for stakeholders, the public 
and the NHS’, is also available from the NICE website
(wwwwww..nniiccee..oorrgg..uukk//gguuiiddeelliinneesspprroocceessss). Printed copies can be ordered by
telephoning the NHS Response Line on 0870 1555 455 and quoting
reference N1113.
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About this guide 
This guide shows you how you can contribute to the development of a cclliinniiccaall  gguuiiddeelliinnee.
It takes you through the process from start to finish, and shows how both individuals and
organisations can take part. 

The fold-out page shows a flowchart of the key events. We suggest you keep the page
open when you are reading so that you can refer to the chart.

The chart highlights the key ways in which organisations and individuals can participate. 

National Institute for Health and Clinical Excellence
MidCity Place
71 High Holborn
London
WC1V 6NA
www.nice.org.uk

ISBN: 1-84629-284-0
Published by the National Institute for Health and Clinical Excellence
September 2006

© National Institute for Health and Clinical Excellence, September 2006. All rights reserved. This
material may be freely reproduced for educational and not-for-profit purposes. No reproduction by
or for commercial organisations, or for commercial purposes, is allowed without the express written
permission of the Institute.

We have used the terms ‘patients’ and ‘carers’ in this guide to 
cover all groups of lay people (people who are not healthcare
professionals) who contribute to NICE’s guidelines work. This
includes people who have the condition or disability, and people
such as family and friends who provide unpaid care for them, as well
as organisations representing patients and carers, and voluntary
sector or non-governmental organisations. We recognise that readers
may use other terms such as ‘consumer’, ‘service user’, ‘user
representative’ or ‘patient representative’. 

WWhhaatt  ddoo  wwee  mmeeaann  bbyy  ‘‘ppaattiieennttss’’  aanndd  ‘‘ccaarreerrss’’??

5505 Guide to insides2.qxd  4/9/06  1:46 pm  Page 1

http://www.nice.org.uk


Contents
Getting started 55

How patient and carer organisations can
contribute – the stakeholder process 1111

How individual patients and carers
can contribute 2211

What happens when NICE guidelines
are published? 2299

Glossary – explanation of technical
words and abbreviations 3333

5505 Guide to insides2.qxd  4/9/06  1:46 pm  Page 3



55

Contributing to a NICE clinical guideline: a guide for patients and carers

GGeetttt iinngg  ssttaarrtteedd

Getting started
WWhhaatt  iiss  tthhee  ppuurrppoossee  ooff  tthhiiss  gguuiiddee??

This guide aims to:

• help organisations representing the interests of patients and carers take
part in the development of a NICE cclliinniiccaall  gguuiiddeelliinnee

• help people bringing a patient or carer perspective to a gguuiiddeelliinnee
ddeevveellooppmmeenntt  ggrroouupp to understand their role.

This introductory section gives a brief summary of the gguuiiddeelliinnee  ddeevveellooppmmeenntt
pprroocceessss. The following sections (page 11 onwards) guide you through the
process with a brief description of each stage and the actions you can take. 

The glossary at the end of this guide explains the words 
and terms in bboolldd typeface.
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66 GGeetttt iinngg  ssttaarrtteedd

Contributing to a NICE clinical guideline: a guide for patients and carers

WWhhyy  hhaass  NNIICCEE  iinnvviitteedd  yyoouu  ttoo  ttaakkee  ppaarrtt??  

NICE believes it is very important to involve patients and carers in the process
of making decisions about their healthcare. Patients and carers can help those
responsible for developing a cclliinniiccaall  gguuiiddeelliinnee understand what it is like to
live with a medical condition or disability, and what different forms of
treatment and care mean for them. For instance, we want to know about:

• the practical, physical and emotional aspects of living with, or supporting
someone, with a particular medical condition, and how they relate to 
its treatments

• what patients want from their treatment and care

• how acceptable different treatments and care plans are to patients and carers 

• patients’ preferences, if different treatments are available

• whether different groups of patients have different views or needs 
(for example, in relation to age, ethnicity, gender, disability) 

• condition-specific information and support needs, for patients (and carers,
where relevant).
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GGeetttt iinngg  ssttaarrtteedd

WWhhaatt  iiss  aa  cclliinniiccaall  gguuiiddeelliinnee??

A clinical guideline advises healthcare professionals about the treatment 
and care of people with a particular condition. A good guideline is written
by following an established process, and using best research evidence.
Where evidence is lacking, advice is based on the views of the gguuiiddeelliinnee
ddeevveellooppmmeenntt  ggrroouupp and other experts. In some cases, the guideline’s
developers may conclude that there is not enough evidence to decide if a
treatment is useful or not.

HHooww  aarree  tthhee  ttooppiiccss  ffoorr  NNIICCEE  cclliinniiccaall  gguuiiddeelliinneess
sseelleecctteedd??

The topics for guidelines produced by NICE are chosen by the Department of
Health. However, anyone can suggest topics for them to consider referring to
NICE. To suggest a topic you can visit the NICE website (ww ww ww..nniiccee..oorrgg..uukk),
go to the ‘Get involved’ section and complete the online form.
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88 GGeetttt iinngg  ssttaarrtteedd

Contributing to a NICE clinical guideline: a guide for patients and carers

WWhhoo  ddeevveellooppss  tthhee  gguuiiddeelliinnee??  

For each guideline topic, NICE commissions one of its seven partner nnaattiioonnaall
ccoollllaabboorraattiinngg  cceennttrreess to convene a guideline development group. Each of
these centres tends to work on a particular type of topic, such as mental
health, long-term conditions, or women’s and children’s health. 

The guideline development group is made up of hheeaalltthhccaarree  pprrooffeessssiioonnaallss,
researchers, and patients and carers. The healthcare professionals, patients
and carers have specific knowledge of the topic, while the researchers offer
specialist skills such as lliitteerraattuurree  sseeaarrcchhiinngg,,  ssyysstteemmaattiicc  rreevviieewwiinngg,,
ccrriittiiccaall  aapppprraaiissaall and hheeaalltthh  eeccoonnoommiiccss. 

The group meets regularly, and assesses the research evidence on the condition
the guideline is covering. The group then produces a draft guideline that makes
recommendations about how people with the condition should be treated and
cared for, and describes the evidence behind the recommendations. 

Recommendations in clinical guidelines are based on an assessment of how
well different types of treatment and care work. NICE guidance takes into
account cclliinniiccaall  eeffffeeccttiivveenneessss (how well something works) and ccoosstt
eeffffeeccttiivveenneessss (how well something works in relation to how much it costs).

The draft guideline is then published for consultation with ssttaakkeehhoollddeerrss.
After the consultation, the guideline development group has its final
meetings to discuss the comments received, and make revisions to 
the guideline. 

NICE and the national collaborating centre then publish a series of
documents to tell healthcare professionals and patients what the guideline
has recommended. 
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Contributing to a NICE clinical guideline: a guide for patients and carers

GGeetttt iinngg  ssttaarrtteedd

SSuuppppoorrtt  ffoorr  ppaattiieennttss  aanndd  ccaarreerrss

NICE has a team called the PPaattiieenntt  aanndd  PPuubblliicc  IInnvvoollvveemmeenntt  PPrrooggrraammmmee
((PPPPIIPP)), which offers advice and support to patient and carer organisations
and individuals taking part in NICE’s work. The Patient and Public
Involvement Programme can provide:

• advice on the guideline development process and opportunities 
for involvement

• information and support at each stage of the guideline development process

• training for patient and carer members of guideline development groups.

You can contact us by post, telephone or email. 

Patient and Public Involvement Programme
National Institute for Health and Clinical Excellence
MidCity Place
71 High Holborn
London WC1V 6NA

020 7067 5800

Email: ppip@nice.org.uk 
or patientandpublicinvolvement@nice.org.uk

YYoouurr  ccoonnttaacctt  ddeettaaiillss

Please keep us up to date with any changes in your contact details.

YYoouu  ccaann

ffiinndd oouutt  mmoorree

aabboouutt  NNIICCEE  oonn

oouurr wweebbssiittee::

wwwwww..nniiccee..oorrgg..uukk
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HHooww  ppaatt iieenntt  aanndd  ccaarreerr  oorrggaanniissaatt iioonnss  ccaann  ccoonnttrr iibbuuttee  ––  tthhee  ssttaakkeehhoollddeerr  pprroocceessss

How patient and carer
organisations can contribute
– the stakeholder process
Twice a year, the Department of Health gives NICE a list of new cclliinniiccaall
gguuiiddeelliinnee topics to work on. 

When NICE receives this list of topics, we contact all the organisations that
have been ssttaakkeehhoollddeerrss on previous clinical guidelines, inviting them to
register an interest in any new topics relevant to them. We also contact
organisations that might have an interest but have not been involved with
NICE before. Any organisation with an interest is welcome to register as a
stakeholder – you do not have to be approached by NICE first (see box on
page 12).

WWhhaatt  iiss  iinnvvoollvveedd  iinn  bbeeiinngg  rreeggiisstteerreedd  aass  aa
ssttaakkeehhoollddeerr??

Commercial, NHS and voluntary organisations can
register as stakeholders, as can organisations
representing healthcare professionals, patients or
carers. Patient and carer organisations eligible to
register will normally be national organisations.
Occasionally regional or local organisations may be
stakeholders, if there is no national organisation
representing a particular specialist interest or
group of people.

BBeeiinngg  aa

rreeggiisstteerreedd

ssttaakkeehhoollddeerr  hheellppss  yyoouu

kkeeeepp  iinn  ttoouucchh  wwiitthh  aa

gguuiiddeelliinnee’’ss  pprrooggrreessss,,

aanndd  ggeett  iinnvvoollvveedd
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Contributing to a NICE clinical guideline: a guide for patients and carers

Being registered as a stakeholder does not commit you to anything, but
ensures that you will be informed about the different stages of the
gguuiiddeelliinnee  ddeevveellooppmmeenntt  pprroocceessss described in this booklet. Being registered
does not mean that you have to endorse the final guideline, and does not
affect your independence in any way.

TThhee  ssccooppee

NICE and the team at the nnaattiioonnaall  ccoollllaabboorraattiinngg  cceennttrree produce a draft
ssccooppee based on the brief description of the topic from the Department of
Health. The scope sets out what the clinical guideline will and will not cover.
It should cover the most important areas for the topic, but should not be
too broad, because this might make a guideline too long and not possible to
produce with available time and resources.

MMaakkiinngg  wwrriitttteenn  ccoommmmeennttss  oonn  tthhee  ddrraafftt  ssccooppee

This is one of the most important stages of the process. 

It is very important that patient and carer organisations contribute to the
development of the scope, adding their perspective to those of healthcare
professionals, ccoommmmeerrcciiaall  oorrggaanniissaattiioonnss and others. 

As a stakeholder organisation, you will be sent an email message with links
to the draft scope on the NICE website, and information about the deadline
for comments (4 weeks is normally allowed). To make sure that all
stakeholders are treated fairly and so it can be seen that the process has
been followed properly, NICE can only consider comments made within the
deadline, and sent in on the form provided. 

OOrrggaanniissaattiioonnss  ccaann  rreeggiisstteerr  aann  iinntteerreesstt  iinn  aa  ssppeecciiffiicc  gguuiiddeelliinnee  aatt
aannyy  ttiimmee  wwhhiillee  tthhee  gguuiiddeelliinnee  iiss  bbeeiinngg  ddeevveellooppeedd..  YYoouu  ccaann  ffiinndd
aa  rreeggiissttrraattiioonn  ffoorrmm  oonn  tthhee  NNIICCEE  wweebbssiittee::  wwwwww..nniiccee..oorrgg..uukk  
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Contributing to a NICE clinical guideline: a guide for patients and carers

If you have any questions about this process, or about commenting on the
draft scope, please contact the PPaattiieenntt  aanndd  PPuubblliicc  IInnvvoollvveemmeenntt
PPrrooggrraammmmee  ((PPPPIIPP)).

• Does the scope take account of issues relating to treatment and
care that are important for patients with the condition?

• Does the scope mention medicines and other treatments that
patients and carers think may be important? These may include
advice and help with changes in a person’s lifestyle that could
improve symptoms and even avoid the need for medicines. You
may also want the scope to include treatments that are in current
use but may not be considered by patients to be effective,
acceptable or tolerable. 

• Are there any groups of patients who might need particular
consideration? 

• Does the scope unfairly exclude any groups of patients (for
instance by age or their general health)? 

• If relevant, does the scope take account of patients’ and carers’
information and support needs, specific to the condition?

• Is the wording of the scope sympathetic to patients and carers?

WWhhaatt  ttoo  llooookk  ffoorr  iinn  tthhee  ddrraafftt  ssccooppee

1133HHooww  ppaatt iieenntt  aanndd  ccaarreerr  oorrggaanniissaatt iioonnss  ccaann  ccoonnttrr iibbuuttee  ––  tthhee  ssttaakkeehhoollddeerr  pprroocceessss
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TThhee  ssttaakkeehhoollddeerr  mmeeeettiinngg

NICE will invite your organisation to attend a meeting of the stakeholders
during the consultation period on the draft scope. We encourage you to
send up to two people from your organisation to the meeting (including, if
possible, at least one person who can speak specifically from a patient and
carer perspective). The meeting provides an opportunity to become familiar
with the guideline development process, and with the thinking around the
development of the guideline in question. 

The stakeholder meeting also gives an opportunity for detailed discussion
about the draft scope and to share your views. But to ensure your
organisation’s views are fully considered, it is important to make sure you
send in written comments as well.

If you are sending people to the meeting, please:

• reply to the invitation with the names of the people representing
your organisation

• contact the PPIP if you would like any information about this stage of
the process.

FFiinnaalliissiinngg  tthhee  ssccooppee

After the stakeholder meeting and the deadline for written comments on the
scope consultation, the national collaborating centre and NICE work

together to produce the final scope, which is then published on the
NICE website. The national collaborating centre responds to all

written comments from stakeholder organisations, and both
comments and responses are also published on the website. 

It is unusual for changes to be made to the scope after this
process is completed. 

PPlleeaassee  sseenndd

NNIICCEE  yyoouurr

wwrriitttteenn

ccoommmmeennttss  oonn  tthhee

ddrraafftt  ssccooppee  bbyy

tthhee  ddeeaaddlliinnee
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NNoommiinnaattiinngg  ppaattiieenntt  aanndd  ccaarreerr  mmeemmbbeerrss  ffoorr  tthhee
gguuiiddeelliinnee  ddeevveellooppmmeenntt  ggrroouupp  ((GGDDGG))

Each cclliinniiccaall  gguuiiddeelliinnee has a dedicated gguuiiddeelliinnee  ddeevveellooppmmeenntt  ggrroouupp,
which includes at least two (and sometimes more) people bringing the
perspectives of patients and carers. During the scope consultation process,
the PPPPIIPP contacts the patient and carer stakeholder organisations inviting
them to submit nominations. This invitation is also published on the NICE
website, where anyone with an interest can submit an application.

AAtt  tthhiiss  ssttaaggee,,  pplleeaassee::

• let the PPIP know if you are considering nominating anyone – it is
important to have a strong list of potential patient and carer 
GDG members

• make sure we have your organisation’s latest contact details

• forward our message, or information about the process, to
others who might be interested

• ask us for electronic or paper copies of the nomination
documents if you do not have them

• contact us for advice on what is involved 

• and, finally, make one or more nominations by the closing date. 

For further details about what patient and carer members of guideline
development groups do, the skills and qualities needed and how people are
selected, see pages 21–27.

YYoouu  ccaann

nnoommiinnaattee

mmoorree  tthhaann

oonnee  ppeerrssoonn

1155HHooww  ppaatt iieenntt  aanndd  ccaarreerr  oorrggaanniissaatt iioonnss  ccaann  ccoonnttrr iibbuuttee  ––  tthhee  ssttaakkeehhoollddeerr  pprroocceessss
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SSuubbmmiittttiinngg  lliissttss  ooff  rreesseeaarrcchh  eevviiddeennccee

After carrying out lliitteerraattuurree  sseeaarrcchheess for the guideline, the national
collaborating centre may identify gaps in the evidence for specific topics
that the guideline will cover. They will invite registered stakeholders to 
tell them about additional research eevviiddeennccee that they know about on
these topics. 

For patient and carer organisations, this could include information on the
impact of the condition on people’s lives, the views of patients or carers
about their care and treatment, or the difference a particular type of care or
treatment might make. This might come from, for example, any well
designed studies you have done that provide information on patients’ or
carers’ views. 

Stakeholders should not send research papers or reports at this stage. 
All that is needed is a reference to the research or survey, and a brief
description of what it shows. 

Early in the guideline development process, you may want to prepare for
such a request from the national collaborating centre. At this stage, please:

• think about evidence you know about that might be missed in a literature
search of published work in the clinical and scientific journals

• if you are invited to do so, send references for this evidence to the
national collaborating centre on the appropriate form. 
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CCoommmmeennttiinngg  oonn  tthhee  ddrraafftt  gguuiiddeelliinneess  

The national collaborating centre takes 12–18 months to produce a draft
guideline. This includes draft recommendations developed by the guideline
development group and explanations of how the developers have interpreted
the evidence to make those recommendations. Stakeholders are then invited to
comment on the guideline during the ccoonnssuullttaattiioonn phase. 

NICE will tell stakeholder organisations well in advance about the
consultation dates. Shortly before the consultation starts, you will be sent an
email message with links to the draft guidelines, and information about the
deadline for comments. The consultation period is normally 8 weeks. 

To make sure that all stakeholders are treated fairly and so it can be seen that
the process has been followed properly, NICE can only consider comments
made within the deadline, and sent in on the form provided. 

You can request paper copies of the consultation documents
from NICE by contacting the individual guideline’s
Coordinator (contact details are on the guideline’s page
on the NICE website). 

If you have any questions about the consultation
process, or about commenting on the draft
guidelines, please contact the PPIP.

YYoouurr

oorrggaanniissaattiioonn  ccaann

ccoommmmeenntt  oonn  tthhee  gguuiiddeelliinnee

eevveenn  iiff  ssoommeeoonnee  yyoouu

nnoommiinnaatteedd  iiss  aa  mmeemmbbeerr  

ooff  tthhee  gguuiiddeelliinnee

ddeevveellooppmmeenntt  ggrroouupp
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TThhee  ccoonnssuullttaattiioonn  

NICE publishes two versions of the draft guideline
for consultation:

• the full guideline, which contains the guideline
recommendations, details of how they were
developed, and information about the evidence
on which they were based

• a short version (called the NICE guideline), which
just lists the recommendations. 

NICE prefers stakeholders to comment on the full guideline
because this explains how recommendations have been arrived at.
However, you can comment on the short version if you don’t have time to
study the full guideline. 

This is your only opportunity to comment on the content and
presentation of the proposed guideline. It is important that the views of
patients and carers are heard at this stage, especially if your organisation
has concerns about any of the draft recommendations.

AAfftteerr  tthhee  ccoonnssuullttaattiioonn

The guideline developers respond to all comments from stakeholders. Taking
account of these and of other comments made by iinnddeeppeennddeenntt  ppeeeerr
rreevviieewweerrss, they then make amendments to the draft guideline and agree a
final version of the recommendations with NICE. 

A group called the gguuiiddeelliinnee  rreevviieeww  ppaanneell then assesses whether or not
the stakeholders’ comments have been taken into account fairly, and raises
any concerns about implementing the recommendations.

NNIICCEE  wwiillll  ppoosstt  

aallll  ssttaakkeehhoollddeerr

ccoommmmeennttss  oonn  iittss  wweebbssiittee

aanndd  tthhee  rreessppoonnsseess  ffrroomm

tthhee  gguuiiddeelliinnee  ddeevveellooppeerrss,,

wwhheenn  tthhee  gguuiiddeelliinnee  iiss

ppuubblliisshheedd
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• Does the guideline make recommendations about all the issues from the scope that
patients and carers consider important? 

• Do the guideline recommendations reflect what the evidence says about treatment
and care?

• Is there important evidence that you know about that the guideline developers
have not taken into account?

• Do you agree with the recommendations? (If not, please explain.)

• Does the guideline recommend treatments and care that patients and carers consider
acceptable? Your comments could take into account, for example, the benefits and
disadvantages (including side effects) of medicines and other treatments. 

• Do the recommendations clearly show the need to take into account patients’
preferences, for example where the evidence suggests that two treatments may be
equally effective?

• If relevant, do the recommendations take account of patients and carers’
information and support needs, specific to the condition?

• Where appropriate, do the recommendations consider the specific needs of
different groups of patients (for example, children or young people, people from
specific ethnic or cultural groups)? 

• Do you agree with the choice of recommendations that have been selected as
pprriioorriittiieess  ffoorr  iimmpplleemmeennttaattiioonn?

• Are the recommendations clear and unambiguous? Is the wording respectful to
patients and carers? Does the wording reflect the importance of partnership
between healthcare professionals and patients?

• Does the choice of priority research recommendations cover gaps in the evidence
about important areas of patient and carer experience?

Contributing to a NICE clinical guideline: a guide for patients and carers

WWhhaatt  ttoo  llooookk  ffoorr  iinn  tthhee  ddrraafftt  gguuiiddeelliinnee

1199HHooww  ppaatt iieenntt  aanndd  ccaarreerr  oorrggaanniissaatt iioonnss  ccaann  ccoonnttrr iibbuuttee  ––  tthhee  ssttaakkeehhoollddeerr  pprroocceessss
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How individual patients and
carers can contribute 
The ssttaakkeehhoollddeerr process described in the previous section enables 
patient and carer organisations to contribute to the development of NICE
cclliinniiccaall  gguuiiddeelliinneess. 

Individual patients, carers and members of the public can also participate in
the following ways:

• Suggesting topics for clinical guidelines (see page 7).

• Commenting on draft ssccooppeess (see page 12) and draft guideline
documents (see pages 17 and 18). Individuals are welcome to comment
on the drafts, but your comments are likely to carry more weight if they
come through a registered stakeholder organisation. You can contact one
of these organisations (listed on the NICE website, www.nice.org.uk) to
discuss the best way of submitting any comments. 

• Membership of gguuiiddeelliinnee  ddeevveellooppmmeenntt  ggrroouuppss. NICE seeks nominations
from patient organisations for patient and carer members of guideline
groups, but individual patients and carers who are not members of formal
groups can also apply. Invitations to apply are posted on the NICE website
(ww ww ww..nniiccee..oorrgg..uukk). 

The rest of this chapter looks at the contribution of individual patients and
carers to the work of guideline development groups.

2211HHooww  iinnddiivv iidduuaall   ppaatt iieennttss   aanndd  ccaarreerrss   ccaann  ccoonnttrr iibbuuttee

Contributing to a NICE clinical guideline: a guide for patients and carers
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WWhhaatt  iiss  tthhee  rroollee  ooff  ppaattiieenntt  aanndd  ccaarreerr  mmeemmbbeerrss  ooff
gguuiiddeelliinnee  ddeevveellooppmmeenntt  ggrroouuppss??

Although their areas of expertise vary, all members of the guideline
development group have equal status. Patient and carer members, like all
members of the group, are there because of their personal knowledge and
experience and are not considered to be representatives of any organisation. 

A key role for patient and carer members is to ensure that the views,
experiences and interests of patients inform the group’s work. 
This may include:

• identifying issues of concern to patients or carers to help develop key
cclliinniiccaall  qquueessttiioonnss – these questions guide the collection of the eevviiddeennccee
that the guideline development group will look at 

• reading summaries of the research evidence from a patient or carer
perspective – for example, do the papers address issues that patients and
carers consider important; did the researchers take patients’ views into
account when drawing their conclusions? 

• making sure that patients and carers’ perspectives are taken into account
when the group draws up recommendations for clinical practice, and when
it considers stakeholders’ comments made during the consultation process

• helping to identify other patients or carers who could be invited to provide
additional expertise if required

• contributing to the selection of the guideline’s pprriioorriittiieess  ffoorr  iimmpplleemmeennttaattiioonn

• helping to produce the ‘‘UUnnddeerrssttaannddiinngg  NNIICCEE  gguuiiddaannccee’’ booklet about
the guideline (see page 27).

All gguuiiddeelliinnee  ddeevveellooppmmeenntt  ggrroouupp members need to attend regular meetings
and do background reading between meetings. Meetings usually take a whole
day and are held about every 4–6 weeks over a period of up to 18 months.
Patient and carer members are offered payment for attending meetings, and
reasonable expenses are reimbursed. The attendance payment can be made to

2222 HHooww  iinnddiivv iidduuaall   ppaatt iieennttss   aanndd  ccaarreerrss   ccaann  ccoonnttrr iibbuuttee
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the individual member, or to an organisation such as their support organisation
or employer. (Note that payments to an individual are liable to tax, and can
affect benefits.)

WWhhaatt  ddoo  wwee  llooookk  ffoorr  iinn  aa  ppaattiieenntt  oorr  ccaarreerr  mmeemmbbeerr??

No formal qualifications are needed, but it is important to have:

• experience relevant to the guideline topic and issues important to people
with the condition – for instance, as someone who has experienced the
condition themselves (as a patient or carer), or as a policy officer of a
relevant patient organisation

• an understanding of, and a willingness to reflect, the experiences and
needs of a wide network of people with the condition or disease (for
example, members of a patient organisation, or support or self-help group)

• time and commitment to attend meetings, do background reading, and
comment on draft products of the group

• good communication and team working skills, including respect for other
people’s views, and the ability to listen and take part in constructive debate

• ability to maintain confidentiality as required.

It may also be helpful to have some familiarity with medical and research
language, although other members of the gguuiiddeelliinnee  ddeevveellooppmmeenntt  ggrroouupp
will be able to help you with technical terms. 

Taking part in guideline development can raise personal issues for some
people, for instance about an illness from which they have recovered, or
about treatment that they are undergoing. You may wish to bear this in
mind when considering putting yourself or someone else forward. Please
contact the PPaattiieenntt  aanndd  PPuubblliicc  IInnvvoollvveemmeenntt  PPrrooggrraammmmee  ((PPPPIIPP)) if you
would like to discuss this further.
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SSeelleeccttiioonn  ooff  ppaattiieenntt  aanndd  ccaarreerr  mmeemmbbeerrss  

When the nominations have closed, the nnaattiioonnaall  ccoollllaabboorraattiinngg  cceennttrree  will
consider all the applications, and choose people to invite as members of the
group. They will look at the range and types of experience offered, and also
consider other factors (such as geographical location) in making their choice.
The national collaborating centre will contact everyone who is nominated to
let them know the outcome.

TTrraaiinniinngg  aanndd  ssuuppppoorrtt  ffoorr  ppaattiieenntt  aanndd  ccaarreerr  mmeemmbbeerrss

If you are selected as a member of a guideline development group, the PPIP
will send you a ‘welcome’ pack. A member of the PPIP will contact you and
give you some background information about what you might expect at the
first guideline development group meeting. You will also be invited to a
training day run by the PPIP. 

The PPIP offers support to patient and carer members throughout their time
on the group. Patient and carer members can also expect support from the
group’s Chair, other members of the group and the staff at the national
collaborating centre.

DDeevveellooppiinngg  tthhee  gguuiiddeelliinnee

One of the first tasks of the guideline development group is to develop a list
of clinical questions that they hope to answer. These questions must cover
the topics set out in the final ssccooppee. 

The researchers employed by the nnaattiioonnaall  ccoollllaabboorraattiinngg  cceennttrree then use
the clinical questions to collect relevant research papers. They assess the
quality and relevance of these research papers (using a technique known as
ccrriittiiccaall  aapppprraaiissaall) and present summary tables of their findings to the
guideline development group. The guideline development group reviews this
evidence and develops draft recommendations. 
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Patient and carer members are involved in the same work as other
members of the guideline development group. These are examples
of the ways in which patient and carer members may use their
specific experience and expertise. 

• Helping to identify patient-focused cclliinniiccaall  qquueessttiioonnss for the
guideline. 

• Assessing whether the group’s draft recommendations: 

– address the treatments, interventions and outcomes that are
important from the perspective of patients or carers

– ensure patients and carers’ views and preferences are taken
into account

– address the needs of relevant groups of patients, such as people
from specific ethnic or cultural groups, or different age groups

– address patients and carers’ information, education and support
needs in relation to the condition

– respect patients in wording and tone.

WWhhaatt  tthhee  ppaattiieenntt  aanndd  ccaarreerr  mmeemmbbeerrss  ddoo
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EExxppeerrtt  aaddvviisseerrss  

The guideline development group may need to seek advice on specific topics
from people outside the group. For example, the group may want to know
more about the experiences or concerns of specific groups of patients.
Expert advisers, including patients and carers, may be invited to one or more
meetings, or asked to contribute in writing. 

AAddddiittiioonnaall  wwoorrkk  ttoo  oobbttaaiinn  tthhee  vviieewwss  ooff  ppaattiieennttss
oorr ccaarreerrss

If the guideline developers do not identify relevant research evidence on
patients’ or carers’ views and experiences, they will normally invite
ssttaakkeehhoollddeerr organisations to submit information on any research they may
know about (see page 16). If this is not successful, the guideline
development group may consider other ways of getting additional
information. For example, it may be possible to obtain written testimonials
(patients’ stories), or consult patients and carers, perhaps through a survey,
workshop, discussion groups or interviews. Patient and carer members of
the guideline development group may choose to help
with, or take a lead on, this work. 

2266 HHooww  iinnddiivv iidduuaall   ppaatt iieennttss   aanndd  ccaarreerrss   ccaann  ccoonnttrr iibbuuttee
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PPuubblliicc  ccoonnssuullttaattiioonn  oonn  tthhee  ddrraafftt  gguuiiddeelliinnee  

After about 18 months, the guideline development group produces a draft
guideline for public ccoonnssuullttaattiioonn (see pages 17–19). This document
includes all the recommendations, details of how they were developed and
information about the evidence they were based on. 

At the end of the 8-week consultation, the guideline development group
considers the written comments, and amends the guideline. The final
recommendations are agreed with NICE. 

‘‘UUnnddeerrssttaannddiinngg  NNIICCEE  gguuiiddaannccee’’::  iinnffoorrmmaattiioonn  ffoorr
ppaattiieennttss  aanndd  ccaarreerrss  

NICE produces a version of the guideline for patients and carers, called
‘Understanding NICE guidance’. This booklet explains the guideline’s
recommendations in a way that is easy for patients, carers and members of
the public to understand. 

The editors normally start work on this version during the 8-week consultation
period. You and other members of the guideline development group will be
invited to give your views on the structure and content of the draft. You are
encouraged to be actively involved, particularly by advising on whether the
information is right for the audience. 
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WWhhaatt   hhaappppeennss  wwhheenn  NNIICCEE  gguuiiddeell iinneess  aarree  ppuubbll ii sshheedd??

What happens when NICE
guidelines are published?
PPuubblliicciissiinngg  gguuiiddeelliinneess

NICE publicises its guidance to hheeaalltthhccaarree  pprrooffeessssiioonnaallss, patient and carer
groups and other ssttaakkeehhoollddeerrss. We use the media to tell the public about
new cclliinniiccaall  gguuiiddeelliinneess. If you are a member of a gguuiiddeelliinnee  ddeevveellooppmmeenntt
ggrroouupp, you may be invited to participate in a press conference (with
appropriate support and training from NICE). The national collaborating
centre may also invite you to talk about the guideline at training meetings
and other events.

After the guideline is published, NICE posts stakeholders’ consultation
comments on its website, along with the responses from the 
guideline’s developers. 

NNIICCEE  sseennddss  aanneemmaaiill  ttoo  rreeggiisstteerreeddssttaakkeehhoollddeerrss  wwhheenntthhee  gguuiiddeelliinnee  iiss
ppuubblliisshheedd  
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PPuuttttiinngg  NNIICCEE  gguuiiddeelliinnee  rreeccoommmmeennddaattiioonnss
iinnttoo pprraaccttiiccee  ((iimmpplleemmeennttaattiioonn))  

NHS organisations such as hospitals, primary care trusts, local health boards
and GP practices are expected to follow recommendations in NICE clinical
guidelines. This involves looking at their existing practice and making
changes where needed. 

NICE helps the NHS to put its clinical guideline recommendations into practice. 

Normally there are four versions of a cclliinniiccaall  gguuiiddeelliinnee:

• the ffuullll  gguuiiddeelliinnee, which contains the guideline recommendations,
details of how they were developed, and information about the
evidence on which they were based. This version is published by the
nnaattiioonnaall  ccoollllaabboorraattiinngg  cceennttrree

• a sshhoorrtt  vveerrssiioonn  (called the NICE guideline), which lists all the
guideline’s recommendations

• ‘‘UUnnddeerrssttaannddiinngg  NNIICCEE  gguuiiddaannccee’’, which explains the guideline’s
recommendations in a way that’s understandable to patients,
carers and members of the public

• the qquuiicckk  rreeffeerreennccee  gguuiiddee, which is a summary of the main
recommendations in the NICE guideline. This is sent to relevant
healthcare professionals in the NHS. 

NICE posts all these versions on its website – wwwwww..nniiccee..oorrgg..uukk. Printed
copies of ‘Understanding NICE guidance’ and the quick reference guide
are available free from the NHS Response Line on 0870 1555 455. Some
national collaborating centres publish their full guidelines in paper copy. 

WWhhaatt  vveerrssiioonnss  ooff  gguuiiddeelliinneess  aarree  pprroodduucceedd??
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Patient and carer organisations and other groups such as local Patient and
Public Involvement Forums can use their networks and influence to 
publicise the guideline, and encourage and support its iimmpplleemmeennttaattiioonn
locally and nationally.

You can look at the ‘Using guidance’ section of our website (wwwwww..nniiccee..oorrgg..uukk)
to see materials that support putting each NICE clinical guideline into practice. 

NICE keeps contact details for
stakeholder organisations and will
let them know when the guideline
is going to be updated. Details are
also posted on the NICE website.

If a ssttaakkeehhoollddeerr comments on the
published guideline, these
comments will be considered when
the guideline is updated.

You are welcome to notify NICE, at
any point after a guideline is
published, of any new evidence that
you think might have an impact on
the existing recommendations. The
guideline’s existing recommendations
will remain valid until the publication
of any updated version.

UUppddaattiinngg  NNIICCEE  cclliinniiccaall  gguuiiddeelliinneess

• Publicising the guideline on 
their website and in mailings 
to members.

• Including key messages from a
NICE guideline in leaflets and
other material for patients 
and carers. 

• Conducting surveys to find out if
NICE guidelines are being
followed and using the findings to
push for improvements. 

• Working with NHS organisations,
healthcare professionals and other
patient representatives to help put
NICE recommendations into
practice at a local level.

HHooww  ppaattiieenntt  aanndd  ccaarreerr  ggrroouuppss  ccaann
pprroommoottee  NNIICCEE  gguuiiddeelliinneess

3311WWhhaatt   hhaappppeennss  wwhheenn  NNIICCEE  gguuiiddeell iinneess  aarree  ppuubbll ii sshheedd??
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GGlloossssaarryy

Glossary 
CClliinniiccaall  eeffffeeccttiivveenneessss
How well a treatment works in everyday clinical practice.

CClliinniiccaall  gguuiiddeelliinnee
A systematically developed tool that makes recommendations
about the care and treatment of people with a particular condition.

CClliinniiccaall  qquueessttiioonn
The questions about treatment and care that guide the search
for research eevviiddeennccee. 

CCoommmmeerrcciiaall  oorrggaanniissaattiioonn
A profit-making organisation that produces and/or sells drugs,
devices or other products for use in the health service.

CCoonnssuullttaattiioonn
The stage when ssttaakkeehhoollddeerr organisations can comment on a
draft ssccooppee or draft cclliinniiccaall  gguuiiddeelliinnee..

CCoosstt  eeffffeeccttiivveenneessss
How well something works in relation to how much it costs.

CCrriittiiccaall  aapppprraaiissaall
A structured method of assessing key aspects of a research paper,
to provide a balanced and objective review of the strengths and
weaknesses of the study.

EEvviiddeennccee
Information obtained from a range of sources including clinical
trials, observational studies, and the expert opinion of healthcare
professionals and patients. NICE guidance is based on the best
available evidence. 
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FFuullll  gguuiiddeelliinnee  
The version of a clinical guideline that contains all the
recommendations, details of how they were developed, and
summaries of the research they were based on.

GGuuiiddeelliinnee  ddeevveellooppmmeenntt  ggrroouupp  ((GGDDGG))
A group of about 15 healthcare professionals, researchers and
patients and carers, convened to develop a clinical guideline on a
particular topic.

GGuuiiddeelliinnee  ddeevveellooppmmeenntt  pprroocceessss
The systematic method by which NICE’s clinical guidelines
are developed.

GGuuiiddeelliinnee  rreevviieeww  ppaanneell
An independent panel of people who examine whether comments
from stakeholders have been addressed fairly, and whether the
recommendations in a guideline could be implemented in the NHS.

HHeeaalltthhccaarree  pprrooffeessssiioonnaall  
A trained professional providing healthcare services to individuals
or groups of patients. Examples include doctors, surgeons,
nurses, pharmacists and physiotherapists.

HHeeaalltthh  eeccoonnoommiiccss
A branch of economics that analyses information about the use
of healthcare resources.

IImmpplleemmeennttaattiioonn
The process of putting into practice the recommendations from
NICE clinical guidelines.
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IInnddeeppeennddeenntt  ppeeeerr  rreevviieewweerrss
A selection of experts who have not been involved in developing a
clinical guideline, who read and comment on the draft guideline.
Peer reviewers can include patient and carer experts as well as
healthcare professionals and academics.

IInntteerrvveennttiioonnaall  pprroocceedduurreess  gguuiiddaannccee
Guidance from NICE on whether new surgical (and other)
procedures are safe enough and work well enough to be used
in routine practice in the NHS.

LLiitteerraattuurree  sseeaarrcchh
The process used by researchers at the nnaattiioonnaall  ccoollllaabboorraattiinngg
cceennttrreess to find all the relevant research work on a particular
topic or cclliinniiccaall  qquueessttiioonn.

NNaattiioonnaall  ccoollllaabboorraattiinngg  cceennttrree  
One of seven independent bodies based at healthcare professional
organisations (such as the medical and nursing Royal Colleges),
and in the NHS, funded by NICE to develop clinical guidelines on
its behalf. 

PPPPIIPP  ––  tthhee  PPaattiieenntt  aanndd  PPuubblliicc  IInnvvoollvveemmeenntt  PPrrooggrraammmmee
A team of experienced patient involvement professionals at NICE
that supports the involvement of patients, carers and members of
the public in all of NICE’s work.

PPrriioorriittiieess  ffoorr  iimmpplleemmeennttaattiioonn
A group of recommendations that the gguuiiddeelliinnee  ddeevveellooppmmeenntt
ggrroouupp has identified as the most important ones to be put 
into practice.

PPuubblliicc  hheeaalltthh  gguuiiddaannccee
Guidance from NICE on the promotion of good health and the
prevention of ill health.
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QQuuiicckk  rreeffeerreennccee  gguuiiddee
A version of NICE clinical guidelines for healthcare professionals,
that summarises the recommendations in an easily read format.

SSccooppee
Sets out what a clinical guideline will and will not cover, providing
a framework for the development of the guideline.

SShhoorrtt  vveerrssiioonn
A version of the published guideline which lists all the guideline’s
recommendations. It is also called the NICE guideline.

SSttaakkeehhoollddeerr
An organisation or group with an interest in the guideline under
development. Stakeholders include national patient and carer
groups and voluntary organisations, healthcare professional and
academic organisations, and ccoommmmeerrcciiaall  oorrggaanniissaattiioonnss.

SSyysstteemmaattiicc  rreevviieeww
A review in which evidence from scientific studies has been
identified, appraised and put together in a methodical way
according to predetermined criteria.

TTeecchhnnoollooggyy  aapppprraaiissaall  gguuiiddaannccee
Guidance from NICE on whether individual drugs or devices work
well enough (cclliinniiccaall  eeffffeeccttiivveenneessss) and represent good enough
value for money (ccoosstt  eeffffeeccttiivveenneessss), to be used in the NHS.

‘‘UUnnddeerrssttaannddiinngg  NNIICCEE  gguuiiddaannccee’’  
A booklet that explains a clinical guideline’s recommendations in
a way that is accessible and understandable to patients, carers
and members of the public.
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Consultation on draft guideline 

Comments considered and guideline finalised

Publication (full and short versions, quick 
reference guide and information for patients)

See glossary on page 33 
for an explanation of terms

Key: Patient and carer organisations involved
Individual patients and carers involved
Both organisations and individuals involved

Guideline development group members recruited

Guideline development group develops guideline

Stakeholders invited to submit evidence on specific topics
where gaps in research evidence have been identified

Stakeholder meeting

Final scope

6 
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s

Draft scope

Stakeholder organisations register for guideline

WWrriitttteenn  ccoommmmeennttss

Contributing to a NICE clinical guideline: 
a guide for patients and carers 
Issue date September 2006

AAbboouutt  NNIICCEE  gguuiiddaannccee

The National Institute for Health and Clinical Excellence (NICE) is the
independent organisation responsible for providing national guidance on
the promotion of good health, and the prevention and treatment of ill
health. It produces different types of guidance including: 

� cclliinniiccaall gguuiiddeelliinneess (recommendations about the treatment and care of
patients with specific conditions in the NHS)

� tteecchhnnoollooggyy  aapppprraaiissaall  gguuiiddaannccee and iinntteerrvveennttiioonnaall  pprroocceedduurreess
gguuiiddaannccee (guidance on the use of new and existing medicines, treatments
and procedures in the NHS) 

� ppuubblliicc  hheeaalltthh  gguuiiddaannccee (guidance on the promotion of good health and
the prevention of ill health).

OOrrddeerriinngg  iinnffoorrmmaattiioonn

This booklet is available from the NICE website
(wwwwww..nniiccee..oorrgg..uukk//gguuiiddeelliinneeccoonnttrriibbuuttee). Printed copies can be ordered
by telephoning the NHS Response Line on 0870 1555 455 and quoting
reference N1114. 

A more detailed booklet on the guideline development process, ‘The
guideline development process: an overview for stakeholders, the public 
and the NHS’, is also available from the NICE website
(wwwwww..nniiccee..oorrgg..uukk//gguuiiddeelliinneesspprroocceessss). Printed copies can be ordered by
telephoning the NHS Response Line on 0870 1555 455 and quoting
reference N1113.
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DDeevveellooppmmeenntt  aanndd  ccoonnssuullttaattiioonn

WWrriitttteenn  ccoommmmeennttss

Topic referred to NICE by the Department of Health 

SSccooppee
SSuummmmaarryy  ooff  tthhee  gguuiiddeelliinnee  ddeevveellooppmmeenntt  pprroocceessss
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