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THEME: PATIENTS AND PUBLIC IN HTA

Knowledge in health technology
assessment: Who, what, how?
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Health systems are placing more and more emphasis on designing and delivering
services that are focused on the patient, and there is a growing interest in patient aspects
of health policy research and health technology assessment (HTA). Only a few HTA
agencies use and invest in scientific methods to generate knowledge and evidence about
the patient aspects of a given technology. This raises questions about how knowledge is
produced in HTA reports and what kind of knowledge is considered relevant. This article
uses a Danish HTA on patient education from 2009 as empirical material for a critical
examination and discussion of knowledge and knowledge production about the patient
aspects of HTA.
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In Denmark as well as in other European countries, patient
education has been on the political agenda for several years
and has been widely adopted by patient associations, regions
and municipalities as part of their health promotion initia-
tives. The political interest in patient education is related to
the ageing of the population and the concomitant increase in
chronic diseases and public health expenditure (25). Patient
education includes so-called “patient-oriented preventive ef-
forts,” the purpose of which is to improve patients’ (i.e., in
particular people suffering from chronic diseases) compe-
tence and ability to care for themselves. The intention is to
involve the patients in the management and treatment of their
disease and its side-effects and to encourage them to take in-
dividual responsibility for their well-being. The emphasis on
designing and delivering services that focus on the patient has
been accompanied by a growing interest in patient aspects
and patient’s involvement in health policy research and health
technology assessments’ (HTA) (4;5;7;8;10;12;13;18;19).

Internationally, HTA has been defined as “a multidis-
ciplinary activity that systematically examines the technical
performance, safety, clinical efficacy and effectiveness, cost,

cost-effectiveness, organizational implications, social conse-
quences, legal and ethical considerations of the applications
of a health technology” (9). In Denmark, HTAs are usually
framed around four key elements: the technology, the pa-
tient, the organization, and the economy. This framework
influences the ways in which HTAs are conceptualised and
the assessment procedures organised, and accordingly, how
knowledge in HTAs is produced and presented. The patient
aspects are mostly investigated and presented in a separate
chapter of the HTA. Presenting patient aspects in a sepa-
rate chapter allows a more direct and explicit focus on the
patient’s problems, needs, experiences, and preferences in
relation to a given technology. In the concluding parts of the
Danish HTA, the patient aspects often influence the devel-
opment of recommendations that are based on for instance
economic modelling and/or clinical effectiveness outcomes.
In general, patients are not actively involved in the Dan-
ish HTA process. Their views and perspectives are typically
presented through secondary and/or primary research. Fur-
thermore, a representative from a patient organization often
takes part in a reference group.
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The interest in eliciting patient aspects within HTAs in
both Denmark and internationally deals not only with “what
works” for patients, but also with the need of understanding
issues related to the illness in question, the need for inter-
vention and with factors influencing the implementation of
particular health technologies, their appropriateness and ac-
ceptability (4;5;7;8;10;12;13;18;19). However, this is not an
easy task. A review based on fifty HTA reports identified
from the websites of members of the International Network
of Agencies for Health Technology Assessments (INATHA)
showed that only a minority of the assessments had provided
research questions to be addressed about organizational or
patient aspects. The review also argued that the reader was
left unclear whether, for example, the relevant issues about
patient aspects had been included and whether they had been
assessed using a relevant methodology (8).

The present article is a result of the two authors’ in-
volvement in a Danish HTA think-tank and Hansen’s in-
volvement in writing chapters for the Handbook of Methods
of HTA (13) as a member of the subgroup of Health Technol-
ogy Assessment International (HTAi) and her participation
in different Danish HTAs addressing patient aspects (7). One
recurrent topic in our discussions of HTA reports has been
the modes of knowing they represented, and in particular
how the knowledge about patient aspects had come into ex-
istence. The objective of this article is therefore to inspire a
critical examination, reflection and discussion of knowledge
and knowledge production in HTAs on patients.

METHODOLOGY

Our analysis and discussion are based on a theoretically in-
formed reading of one Danish HTA report entitled “Patient
education: a health technology assessment” (7) (336 pages
in total). The report is framed around four key elements: the
technology, the patient, the organization, and the economics.
The declared purpose of the report is “to critically assess
patient education” with the aim of identifying opportunities
and barriers for the future organisation of patient education
in Denmark (7), building on the assumption that patient ed-
ucation is something we need in Denmark in the future.
Patient education is, however, a broad concept covering di-
verse activities not always described in detail (25). The need
for patient education is taken for granted and not questioned,
even though the results show that the users of patient edu-
cation are mostly women and people with higher education,
who are independent and already have ample resources (7).

In the report on patient education, the technology ele-
ment focuses primarily on the effects of patient education
on people with Type 2 diabetes and chronic obstructive pul-
monary disease (COPD) and the mechanisms of effect for
patient programmes. The patient element explores who uses
group-based patient education, user-based needs, and the
benefits obtained. The organizational element assesses the
current organization of patient education in the municipal-

ities and regions, and identifies opportunities and barriers
for future patient education. The economic element assesses
the costs and benefits of patient education. The report states
that it “provides scientific guidance for decision makers by
broadly describing the evidence on patient education in Den-
mark and thereby contributing to a solid basis for determining
the future use of patient education in the efforts to prevent
chronic diseases and to improve the health of the people
who have them” (7, p. 22). The report thus positions itself as
providing “scientific guidance” for policy making. This po-
sitioning is in line with the “mission” of HTAi, which is: “to
support and promote the development, communication, un-
derstanding and use of health technology assessment (HTA)
around the world, as a scientifically based and multidisci-
plinary means of informing decision making regarding the
introduction of effective innovations and the efficient use of
resources in health care “ (16, our italics). We use the report
as an exemplar for exploring the dimensions of knowledge
production in HTAs. We argue that, in presenting a form of
authorised knowledge, the report encapsulates a particular
form of knowledge that is the result of a specific process of
knowledge production. An important aim of this article is
thus to call attention to this process and to its implications
for what can be known.

Analytical Perspectives

Our examination and discussion is theory driven. We draw
on exponents of the anthropology of knowledge, which,
stated briefly, takes an interest in different ways of know-
ing and in the social and cultural processes through which
different forms of knowledge are generated (1;14;15;23;24).
The Danish anthropologist Andreas Roepstorff proposes that
we explore knowledge and knowledge production through
three questions, addressing respectively the who, the what,
and the how (24). The who prompts us to ask whose knowl-
edge is being addressed, and what their interests and world
views are. The what explores the differing criteria of validity
in the traditions of knowledge and the kinds of knowledge
that are produced by these criteria. In other words, the what
investigates what counts as knowledge. Finally, the how ex-
amines how knowledge is constituted and produced. In the
following, we present the results of our examination of the
who, the what and the how in relation to the chosen report (7).

RESULTS

Whose Knowledge

DACEHTA initiated the report about patient education. The
center is situated as a unit within the National Board of
Health, who is also the contracting authority and the pub-
lisher of the report. As is the case with all national HTAs
in Denmark, the “ownership” is announced clearly in the
colophon to the report (7). HTAs are also always produced
in collaboration with a multidisciplinary project group. The
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members of the project group generate the data, make the sys-
tematic reviews of existing literature and write the chapters
in the report. However, the names of the researchers involved
are not present either on the front page or in the colophon,
but are listed inside the report, without any indication of their
contribution. DACEHTA directs the assessment and carries
out the final editing after the reports have been submitted
to an external reference group and an external peer-review
group.

Four researchers were engaged in the exploration of “the
patient” element (two anthropologists, a philosopher, and a
public health researcher). A reference group was invited to
comment on a draft of the report and to join one meeting.
Two of seventeen of the reference group came from patient
organizations. The other members came from the Danish Re-
gions, Danish medical and nursing societies, representatives
from the Danish regions and municipalities, and the Min-
istry of Health and Prevention among others. This way of
organizing the HTA work does not differ from the way other
Danish HTAs are organized (6;21). However, it is interesting
that the researchers and their individual contributions and re-
sponsibilities fade into the background. Contrary to research
dissemination in general, they are kept opaque to the reader.
Normally, such opaqueness conflicts with the principles of
good scholarship. In this case, however, the idea seems to be
that the mere list of names provides some of the scientific
authority claimed by the report. Therefore, it is not readily
detectable whose knowledge the report represents.

Health policy makers and administrative decision mak-
ers are described as the main target group for the report.
Another target group is people who are somehow involved
in patient education such as healthcare professionals, people
with chronic diseases and researchers (7). Thus, the target
group that is going to benefit from the knowledge repre-
sented in the HTA is rather broad including people with very
different backgrounds and interests. Furthermore, as is often
the case for Danish HTAs, the report is lengthy (almost 190
pages, 130 pages of appendixes, and a summary of 16 pages).
This means that it will take considerable time and effort to
read the report critically.

What Knowledge?

Another important question is what counts as knowledge? To
answer this, we explored the HTA questions that the report
seeks to answer about patient aspects and examined the ways
in which the literature (the data) used in the assessment was
sought and reviewed. The report asks three questions: “Who
uses patient education programs?,” “What benefits do the
participants experience in relation to patient education?,” and
“Which needs of people with a chronic disease are significant
for the future organization of patient education?” (7, pp. 7–8,
48, 81). While the first question requires the identification
and mapping of the users, the questions addressing patients’
“experiences” and “needs” call for studies using a qualitative

research design. It is worth noting that the report only asks
for “benefits,” the assumption apparently being that patient
education cannot be of disadvantage to the patients. Also,
whereas the report defines the concept of patient education
(7, pp. 45–46), there is no clarification of the term patient.
The HTA questions—like research questions in general—are
decisive for knowledge production because they determine
what to look for (and accordingly what to look past) and how.
In addition, they carry with them assumptions and meanings
that it is important to scrutinize critically. Also, an analysis
of the meanings of “patients” and “needs” could provide
a greater insight into the particular modes of knowing the
patient; this is, however, beyond the scope of the present
article.

The generation of data for patient aspects in this report
was carried out through a “systematic” literature review us-
ing six databases and covering 121 studies. This decision of
using secondary data instead of primary data is not discussed
in the report. The search procedures, the chosen databases,
the evaluations of the quality of the qualitative literature and
of the evidence, and the characteristics of the excluded stud-
ies are all described in the appendix (7, p. 283ff). However,
we found it particularly interesting that the report seems to be
especially critical of the qualitative studies relating to the sec-
ond HTA question about patient aspects (e.g., the experiences
of the participants), both in a special section in the report (7,
pp. 85–86) and in the appendices. The report gives no reason
for the choice of the evaluation parameters or explains why
the notions of “neutrality,” “representativity” (ibid.), “evi-
dence” are mobilized in just this case. These terms originate
from a positivist epistemological tradition and are not unam-
biguous when it comes to evaluating qualitative studies (22).
For instance, the report states that, “One could have wished
for research with a higher degree of neutrality. . .”; “there
may easily occur biases with regard to the representativity
of the participants. . .”, and “. . . the studies do not make us
any wiser regarding the long-term effects of patient educa-
tion” (7, p. 85, our translation from Danish). Furthermore,
in using words such as “one” or “us,” it is not clear who
the “sender” of the criticism is. We acknowledge that this
is a common way of writing especially when analyzing and
conveying quantitative data. However, this may be a way of
signaling an objective and detached stance valued within the
positivist tradition that has influenced health sciences.

The move from the HTA questions to the search criteria
or the reason for the choice of particular search categories and
words and their combination are not set out explicitly in the
report. However, these search procedures and the exclusions
do have implications for the literature that was uncovered
and for what counts as knowledge. First, by limiting the
assessment of patient education to two diseases (Type 2 dia-
betes and COPD), it becomes difficult to generate knowledge
about patient education in more general terms. Second, the
choice of data bases, search words, categories (e.g., “expert
patients,” “chronic disease management,” and “qualitative
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methods”) leaves out “grey literature,” “berry-picking” (2,
p. 21), books, book chapters and PhD dissertations that could
be relevant (e.g., 11;17). Some of the reasons for exclusion
are given in the appendix. Studies that do not address the
“effect” of patient education are excluded. Also literature in,
for instance, German and Spanish is excluded.

Third, words, terms, and categories are not “neutral,”
but are always loaded with meaning. For example, how can
the researchers of the patient education report be sure that
the meaning of a search term as “expert patient” or the word
“need” in the third research question is the same in different
articles? Therefore, it should be asked whether the search
words selected actually capture the literature that could have
answered the HTA questions.

How? Constituting and Producing
Knowledge

Questions of whose knowledge and what knowledge are obvi-
ously integral to the question of how knowledge is constituted
and produced. However, compared with scholarly research
in general, this HTA report does not explicate the premises
for its knowledge production. Therefore, the answers to the
how-question to a certain extent are rendered obscure. As
one example, the HTA does not include a specific section on
theory or analytical perspectives. However, the structuring of
the report into the four key elements mentioned above can be
seen as constituting a tacit theoretical approach because it is
crucial for how knowledge is organized and presented.

While in relation to patient aspects the HTA report does
to some extent describe its methods and procedures of ex-
clusion and inclusion and its key concepts explicitly, it also
takes certain notions and concepts for granted. As we have
shown, the idea of patient education as a “benefit” or a “need”
is never really questioned. The term patient is also taken for
granted. But, who and what is the patient (and in that con-
nection “expert patient”)? We have no space here to deal
with this in depth, but we want to call attention to such tacit
features of knowledge production in HTAs. In addition, we
want to point out that words, concepts, and categories al-
ways carry with them meanings that may have a constituting
impact on the knowledge product, and must, therefore, be
critically scrutinized and clarified. Another crucial aspect
of the how, is the relational dimensions of knowledge pro-
duction. The Danish anthropologist Kirsten Hastrup states
that knowledge is relational not only in the sense that it “at-
taches itself to relations among people,” but also because it
emerges in a “dialogical field” (14, p. 456). It is impossible
to infer this dialogical field (the discussions and negotia-
tions between the different actors, and the forms of power
that formed part of the HTA work) from the actual knowledge
product (the HTA report) (ibid.). That would certainly require
a qualitative enquiry into the process of knowledge produc-
tion. But the micro-dynamics of the dialogical field and the
ways in which the engaging researchers do their work and

negotiate the knowledge outcome constitutes an important
dimension of the social process of knowledge production.
For instance, the researchers involved in HTA come from
different disciplines and research areas and are, therefore,
differently positioned with regard to university degrees, titles
and academic interests and the forms of power—“symbolic
capital” (3)—that come with a certain social and academic
position.

Finally, it seems that the notion of technology in HTA
deserves some attention. The report seems to operate with
the view that “technology” (in this case patient education)
“comes first” and thereafter is implemented to affect the
patients. This view leaves out the possibility of producing
knowledge about the dialogical relationship between tech-
nology and patients and the ways in which patients may also
shape and co-produce the technology.

DISCUSSION

In her reflections on knowledge and evidence in anthropology
(14;15), Hastrup makes several important points relevant not
only for our analysis and discussion of this particular HTA,
but also for primary research and knowledge production in
more general terms. She states that “knowledge must be or-
ganized information” (14, p. 456). This suggests that knowl-
edge is both reductive and selective: “It is reductive because
it renders empirical complexity and messiness in clear, but,
therefore also more limited, propositions about the world. It
is selective, because for it to be knowledge it has to disregard
some information” (ibid., our italics). A critical examination
and discussion of any knowledge product—and in our case,
specifically the patient aspects in the HTA report—must,
therefore, look into and reflect on the reducing and select-
ing activities embedded in the knowledge production. This
requires, as we have demonstrated, an attempt to examine
the who, what, and how in the knowledge producing process.
In this case, the HTA questions determine and delimit what
is looked for, and the procedures for data generation are se-
lective, because they exclude or disregard certain forms of
data and information. It is also influenced by negotiations
between different stakeholders and actors and their interests,
agendas, decisions and compromises. In addition, assump-
tions (more or less hidden) and choice of words, categories,
and concepts all influence knowledge production in HTAs.
In scholarly research (especially social studies) reduction is
normally theoretically informed, and there is a demand for
transparency with regard to selection procedures and what is
disregarded. Although the report positions itself as providing
“scientific guidance” for policy making, it does not fully live
up to such demands. This said, it is of course important to con-
sider the extent to which the present report (as HTA reports
more generally) are also influenced by socio-structural
and economic conditions. Time, money, and limited
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institutional resources, therefore, place limits on what can be
known.

Finally, Hastrup points out that knowledge is no simple
“object” because “it bears all the marks of its institution,”
which also includes a “particular style of reasoning” (14,
p. 457). HTA reports (in Denmark and internationally) are no
exception, as we have indicated above. The National Board
is the supreme health-care authority in Denmark, assisting
and advising ministries, other authorities and citizens (20).
The Boards’ publications therefore need to appear reliable
and sound. As we have indicated, the comprehensive use of
researchers, experts, and reviewers invest the reports with
authority and credibility.

CONCLUDING REMARKS

It is important that HTAs nationally and internationally con-
tinue the integration of patient aspects in their reports. In this
article, we have critically examined the Danish HTA report
about patient education, but we also acknowledge the valu-
able contribution of both this and other Danish reports (13).
They are unique in including thorough chapters about patient
aspects that are based on secondary or primary research.
However, we suggest that HTA organizations, researchers,
and others (including patients) involved in producing HTA
reports, begin to reflect on and discuss more explicitly and
critically the process of knowledge production and the im-
plications for the choices they make.
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