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Objectives: This study aims to describe a cycle of development leading to sustainable
methods for involving consumers in the management of a program commissioning health
technology assessment.
Methods: Staff time was dedicated to developing procedures for recruiting and briefing
consumers to participate in prioritizing, commissioning, and reporting research.
Resources and support were developed in light of early feedback from consumers and
those working with them. These were piloted and amended before being used routinely.
Results: Over 4 years, procedures and resources have been developed to support six
consumers attending seven to eight prioritization meetings a year; thirty to forty-five
consumers each year commenting on research need for particular topics; thirty
consumers a year commenting on research proposals, and twenty a year commenting on
research reports. The procedures include clear job descriptions, induction and
development days, clear briefing materials, payment for substantial tasks, and regularly
seeking feedback to improve procedures.
Conclusions: Explicit, inclusive, and reproducible methods for supporting consumer
involvement that satisfy National Health Service policy recommendations for involving
consumers in research require dedicated staff time to support a cycle of organizational
development.
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The Health Technology Assessment (HTA) program is a
needs-led commissioning research program that aims “to
ensure that high quality research information on costs, ef-
fectiveness, and broader impact of health technologies is
produced in the most efficient way for those who use, man-
age, and provide care in the NHS” (11) [emphasis added].
It is similar to other HTA agencies in needing to prioritize
its research program but differs from many in that it does
not conduct its own HTAs but commissions research teams
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National Coordinating Centre for Health Technology Assessment.

to do conduct them. The HTA program is cyclical with five
stages (see Figure 1), beginning and ending with delivery of
services.

The HTA program’s prioritization strategy group and ad-
visory panels, supported by the National Coordinating Cen-
tre for Health Technology Assessment (NCCHTA), decide
which of the many suggestions received from the National
Health Service (NHS) and its users should become research
priorities. The program then issues calls for proposals and
commissions research by open competition to answer the
questions posed by those research priorities. The results of
the research are then published as reports in the HTA mono-
graph series. Commissioning and publishing involve rigor-
ous peer review, and all projects are closely monitored while
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Figure 1. National Health Service Research and Development Health Technology Assessment (NHS R&D HTA) program
cycle.

under way. Current NHS policy (1;2;10) encourages active
consumer involvement in all stages of the program: identi-
fying and prioritizing research topics, commissioning, con-
ducting and reporting research, and getting the findings into
use.

The HTA program has adopted the definition of a con-
sumer: “as patients, carers, long-term users of services, or-
ganisations representing consumers’ interests, members of
the public who are the potential recipients of health pro-
motion programs and groups asking for research because
they believe they have been exposed to potentially harmful
circumstances, products or services” (2). More specifically,
to maximize consumer input into the existing structures of
the HTA program, consumers should be linked to consumer
networks so that they are able to draw on a wide body of
consumer opinion. To avoid conflicts of interest when sup-
porting the HTA program a consumer should not normally
be a health practitioner, manager, or researcher.

In 1998, the HTA program conducted a short pilot study
that systematically involved health-care consumers in its
work (3). The pilot study found that consumers made unique
contributions to the HTA program. Consumers tended to
highlight issues about patients’ views, social contexts, in-
formation and support needs, long-term outcomes, and dis-
semination of research findings to consumers (4). Their in-
volvement exposed processes that needed further thought and
development (5).

This study describes how consumer involvement has
been further advanced through a cycle of development. This
process is an exercise in organizational change rather than a

rigorous evaluation of the impact of involving consumers. We
report on the resources and methods developed over 4 years
experience with dedicated staff and active involvement of all
program participants.

METHODS

The HTA program invested dedicated staff time over 4 years
for developing consumer involvement that included a half-
time Consumer Liaison Manager, an External Adviser devot-
ing half a day a week, and a consumer involvement steering
group whose members were the NCCHTA Director, the Ex-
ecutive Director, the Consumer Liaison Manager and the
External Adviser.

Methods for involving consumers were developed for
three major tasks in the HTA program: prioritizing, commis-
sioning and reporting research. Organizational procedures,
job descriptions, and person specifications for consumers
were drawn up and methods were refined in light of feedback
gathered from semi-structured interviews with consumers
and others working with them in the program. Newly deve-
loped resources for consumers were evaluated for their use-
fulness through questionnaires to consumers. In light of this
feedback, we developed and amended procedures and re-
sources (6–9). This developmental process is summarized in
Figure 2.

Consumers were recruited (a) as members of the advi-
sory panels that decide which, of the many suggestions re-
ceived from the NHS and its users, should become research
priorities; (b) as experts to comment on the summaries of
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Figure 2. Cycle for developing consumer involvement.

research need (vignettes); (c) as peer reviewers of research
proposals; and (d) as peer reviewers of draft final reports.

The HTA program needs help from a large number of
consumers each year: six to attend regular meetings priori-
tizing research topics; thirty to forty-five consumers to com-
ment on research needed for particular topics, thirty or more
consumers to comment on research proposals, and twenty or
more consumers to peer review draft final reports. We identi-
fied consumers from directories of consumer organizations,
the World Wide Web using a search engine for particular
health conditions, and personal contacts. We sought orga-
nizations that had a high consumer profile (e.g., consumer
led), were a national group with a local network, and had a
high research profile. Within each organization, we sought
an individual who matched the person specification for the
task and was willing to embark on this task as defined in the
job description.

Training and procedures were developed for NCCHTA
staff to enable them to take on the role of identifying and
contacting consumers to comment on vignettes, research pro-
posals, and draft final reports.

RESULTS

We successfully engaged consumers from volunteer-led
organizations, major charities, campaigning groups, and self-
help groups. These groups included topic-specific groups
(e.g., National Asthma Campaign, Diabetes UK, Alzheimer’s
Society, and Cystic Fibrosis Trust), generic groups (e.g., Na-
tional Association for Patient Participation and Community
Health Council), population-specific groups (e.g., Age Con-
cern, National Childbirth Trust, and Action for Sick Chil-
dren), and groups that deal with a range of issues (e.g.,
Fibromyalgia Association, Long-Term Medical Conditions
Alliance).

Consumers initially found panel meetings for prioritiz-
ing research topics difficult due to the speed at which dis-
cussions took place and their unfamiliarity with the process.
However, as they attended more meetings, familiarity made
the meetings easier. Consumers’ requests and suggestions
for support prompted the development of a mentor system
to provide support for new consumer panel members, revi-
sions to the consumer panel members’ job description and
person specification, a help sheet for consumer panel mem-
bers, and discussions with panel chairs who play a key role
in determining the atmosphere of meetings and the inclusion
of consumers.

Initial efforts to consult consumers about research need
met two obstacles. One was the unfamiliarity of consumers
with the idea of prioritizing research needs. Another was the
unfamiliarity of researchers with consumer organizations and
their ways of working. Subsequently, a help sheet was devel-
oped with and for consumers to explain the scope and purpose
of the program and how consumers can help at this stage. Si-
multaneously, researchers involving consumers were given
more support from the Consumer Liaison Manager. This
specialized support has led to greater consumer involvement
at this stage, but it precluded full and efficient integration of
consumers into routine tasks.

Consumers found the task of peer reviewing research
proposals technically demanding. In addition, they were not
always sure of the role in providing research focused or
consumer focused comments. In light of this feedback, the
forms requesting peer reviewers’ comments were amended
to ask questions from a consumer perspective first (before
questions about scientific merit and costs), and emphasize
that peer reviewers are free to ignore questions they do
not feel able to answer (for a copy, see the HTA Web site
www.ncchta.org). To provide further support, guidelines for
consumers as peer reviewers, originally developed within the
Cochrane Collaboration, were adapted for the specific needs
of the HTA program (6;7). These guidelines explain the role
of peer reviewing and suggest how consumers may approach
the task (for a copy see the HTA Web site www.ncchta.org).
Members of the panel commissioning research found many
of consumers’ comments helpful and thought that con-
sumers brought insights that were not highlighted by other
referees.

Consumers invited to comment on draft final reports
faced similar difficulties; they found the reviewing forms
inadequate and irrelevant to the main thrust of their contri-
butions. Even so, consumers have been able to highlight is-
sues about patients’ views, social contexts, information and
support needs, long-term outcomes, and dissemination of
research findings to consumers. They have provided both
positive, reassuring comments and suggestions for improve-
ment, particularly about how the report might be made more
accessible and informative to patient choice. However, on
occasions, consumers have not been able to review a report.
Sometimes this finding was because no payment is available
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Box. What consumers had to say. . .

. . . about prioritization panel meetings
� Before attending the first panel meeting, it would be helpful to have a checklist of questions – for example “what will be the implications to the

patient/user?”
� One thing that helped me contribute at the meetings was realizing that the consumer perspective is as valid and informed as anyone’s round the table.
� What helped me most at panel meetings was having my contribution acknowledged and feeling that I was able to educate the whole committee to think

about consumer issues.

. . . about vignettes
� As this was my first time commenting on a vignette, it would have been useful to know more about how these comments would be used in order that I

could make them as applicable as possible.
� Given that a completely open response is needed, some feedback as to the relative value of one’s first contribution in order to know whether it was in

any way helpful and in the right format which would help inform the next vignette you commented on.
� Some form of example (real or invented) of a response to a vignette on the Web site. In the absence of a mentor or coach to consult, it is a bit like

sending a message to Mars, not knowing whether the recipients want, need, or can relate to what one has written!

. . . about peer reviewing
� It would be useful to have more information about what weight is put on consumer comments, feedback about what actually happened to the research

proposal, and scores from the other reviewers.
� It is important to remember that you are giving a consumer perspective on the research proposal and give relevant comments. This also helps you to

keep the process within boundaries you can keep to.
� Feedback on my value as a consumer – for example I never quite know whether I am writing comments of value!

. . . about the guidelines for consumer peer reviewers
� The guidelines are very helpful and encouraging. It does feel daunting. The methods tend to dominate the purpose of the research and sometimes one

cannot comment critically because of lack of knowledge of, for example, the sample size or the number needed to treat.
� I think there could have been greater emphasis on the value of consumer peer reviewing, especially that this is a non-medical input – to give greater

confidence to consumers.

for reports under 200 pages in length. Other difficulties have
included the technical nature of the reports and the topic of
the report not being in line with the policy of the consumer
organization. In view of the disproportionate effort required,
we have abandoned consumer peer review of draft final re-
ports. An alternative strategy is to use a science writer to
support dissemination of findings.

DISCUSSION

Summary of Achievements

During the 4-year period of the development process, con-
sumer involvement has been integrated throughout the pro-
gram and has been supported by new procedures, resources
and the Consumer Liaison Manager. The HTA program
informed the development of NHS policy guidelines for
involving consumers in research (2) and meets policy rec-
ommendations for involving consumers in prioritizing re-
search topics through committees in terms of having two
consumers per panel; supporting new consumers with induc-
tion/development days, a job description, a help sheet and the
offer of a mentor; paying consumers travel, subsistence, carer
costs, and a fee for attending the meetings; and continuously
seeking to improve procedures.

Challenges Faced by Consumers and the
HTA Program

Consumer panel members face a difficult task. The HTA
program asks them to consider a wide range of topics not
restricted to their main focus of interest and the business

of the panel meetings is conducted at a fast pace. A bet-
ter match between consumer experience and the task they
face was found when consumers were invited to comment
on briefings about research need. However, these vignette
topics are rarely repeated, so contact between the program
and the consumer tends to be one off, leaving little opportu-
nity to learn and benefit from the experience in a subsequent
request.

Consumers were not always clear as to what was re-
quired of them. When they peer reviewed research propos-
als, a dilemma they faced was whether to focus on a research
perspective or a consumer perspective. Vignettes are con-
ceptually more difficult in that consumers are being asked
to comment on a type of document that they may not have
come across previously. Further development is needed to
meet each of these challenges.

The issue of payment was frequently raised by con-
sumers. At the time, the only payments available for con-
sumers involved with the HTA program are for panel mem-
bers who are able to claim a committee fee for attending
a panel meeting or induction day and consumers who peer
review draft final reports that are over 200 pages. Consumers
are increasingly requesting payment for commenting on vi-
gnettes and peer reviewing research proposals.

Strengths and Weaknesses of this
Development Approach

Involving consumers has raised awareness of consumer
perspectives for everyone in the HTA program, as staff,
panel members, and peer reviewers have been exposed to
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high-profile requests for consumer input and to the subse-
quent consumer contributions. The cycle of development pro-
vided explicit and inclusive methods (see Figure 1), which
drew on the multiple perspectives of consumers, HTA pro-
gram participants, and NCCHTA staff, albeit on a small
scale.

Strengths and Weaknesses of the Methods
Developed

The main strengths of the methods developed have been
clarity of aims and procedures and development of informa-
tion and resources to support ongoing consumer involvement.
Professionals contributing to the program also benefited from
improved resources and procedures.

We have faced difficulties in quickly identifying ap-
propriate consumers, and consumers faced the challenge of
working to a tight time table throughout the prioritization
process. Success is related to the degree of enthusiasm of
individual consumers and staff. An ongoing program of in-
duction and further support for staff is required, especially
after staff changes while skills for involving consumers are
not yet widely held among researchers, managers, and ad-
ministrators. Similarly, training for fellow panel members,
especially chairmen, is valuable.

Future Developments

Effort is now being redirected toward encouraging involve-
ment of consumers as active partners in the design and con-
duct of commissioned research projects. The program en-
courages research teams wishing to involve consumers to
include in their application: the aims of active involvement
in this project, a description of the consumers (to be) in-
volved, a description of the methods of involvement, and a
budget for consumer involvement.

With routine procedures and resources for supporting
consumer involvement throughout the program, work is cur-
rently moving from a development phase to a phase of main-
tenance, management, and evaluation. How consumers have

been involved, at what cost, what contributions they have
made, and what influence they have had is now being for-
mally evaluated.
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