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Abstract

Introduction

Aim: The purpose of this review is generating an inventory of issues that
matter from a patient perspective in health research and quality of care.
From these issues criteria will be elicited to support patient(s) (groups) in
their role as advisor or advocate when appraising health research, health
policy and quality of health care (e.g. guidelines). Background In most
Western countries, the importance of engaging patients is acknowledged
and supported by governments and public organizations. Literature shows
that patients are beginning to develop their own voice and agenda’s with
issues in order to be prepared for the collaboration with professionals. Yet,
patient issues have not been investigated systematically, and might reveal
what patients find important and help to derive patient criteria for appraising research and quality of care.

In most Western countries, patient participation is increasingly acknowledged and accepted. Patients are involved in health care services (Santvoort, 2009), health care quality, such as the development of guidelines
(Caron-Flinterman et al., 2005; Broerse et al., 2009) and health care research, such as agenda setting (Stewart & Oliver, 2008; Abma, 2005; Abma,
2006; Abma et al., 2009; Abma & Broerse, 2010) or in studies concerning
juridical and ethical aspects of the position of patients in research (Herxheimer, 1988). The level of participation differs according to the context and
can be assessed by the ‘participation ladder’ model (Arnstein, 1969), (Abma
& Broerse, 2010). In this review we refer to ‘patient groups’, indicating the
patient collective rather than individual patients. Patient representatives,
patients’ organizations or patient’s advocates are all acting on behalf of a
‘patient group’.
Although the aim of participation is to make patient organizations an
equal party in healthcare decision making, this goal is not reached in practice (Bovenkamp et al., 2010). There is a lack of formal knowledge among
patients when negotiating with well trained professionals. Other limitations
relate to politicised and asymmetrical contexts where it is difficult for patients to become an equal partner in morally sensitive and strategic issues
(Abma & Broerse, 2010). Empowerment of patient groups and consumers is
therefore a recurring issue in the literature on patient involvement. Nierse
and Abma (Nierse & Abma, 2010) show that ‘enclave deliberation’ among
groups with converging interests is a necessary step towards development
of a political voice, especially when it concerns vulnerable groups. A process of appreciation and awareness raising is required to develop a shared
agenda and only thereafter negotiations with professionals are feasible
(Baur et al., 2010). Oliver et al. (2004) concluded that successful involvement requires appropriate skills, resources and time, and provides consumers with information, resources and support to empower them in key roles
for consulting their peers and prioritising topics.
In attempts to answer the question how the dialogue between patients,
researchers and healthcare professionals can be improved quite a few studies focused primarily on the methodology and process: they describe what
conditions are required and how these can be created (Abma, 2005; CaronFlinterman et al., 2005; Baur et al., 2010; Schipper et al., 2010). In a systematic review that investigates best ways of involving consumers in healthcare
decisions at population level. Nilsen et al. (2006) distinguish two basic forms
of generating patient’s issues. Patient issues can be achieved either through
consultations or through collaborative processes. Consultations can be
single events, or repeated events, large or small scale (Nilsen et al., 2006).
Consultation happens on an individual or group level to stimulate dialogue.
The Dialogue model for research agenda setting developed by Abma &
Broerse (2010), which is based on interactive policy models and responsive
evaluation, combines consultation and collaboration.
The purpose of this review is an inventory of issues that matter to
patients before they start negotiating with professionals about healthcare
research and quality of care. It’s added value lies in the fairly wide international coverage and in the comprehensive number of key issues it identi-

Methods/search strategy: Information was gathered from Western countries
with similar economic, societal and health-care situations. We searched
(from 2000-March 2010): CCnet/Cochrane, Pubmed, Medline, Cinahl, Dipex,
PPIP, JLA sources for primary sources. Secondary sources were found in
patient organisation information exclusively published on the internet and
reference lists, which were scanned for relevant articles. Tertiary sources,
non scientific publications, were also included.
Results: The international inventory of issues that were defined by patients
are covering a large array of domains. In total 35 issue clusters, further
referred to as criteria were found ranging from dignity to cost effectiveness and family involvement. Issues from a patient perspective reveal
patients’ values, and appear to be adding to professional issues, both in
other areas of concerns or other points of view. Issues from patients can be
complementary or compatible. The criteria empowerment, safety, lifestyle
and choice are found in relatively small proportion of the scientific studies
compared to their presence in tertiary information sources. Some 13 criteria
are not found in primary and secondary scientific sources at all. These are:
privacy, relevance, access, complaints, consent, communication, education,
gender, pain, age, compensation, fear and alternatives.
Conclusions: Patient issues are covering a broad domain, including fundamental values, quality of life, quality of care and personal development.
Quite a few issues do not find its reflection in the scientific literature in spite
of their clear and obvious appearance from tertiary sources. This may indicate a gap between the scientific research community and patient networks.
Keywords: decision making, patient criteria, patient empowerment, patient
involvement, patient rights.
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fies, compared to specific studies. This review also aims to contribute to the
political power of patients, but concentrates mainly on issues of content in
an attempt to make an inventory of the issues patients bring forward when
negotiating with professionals about health research and quality of care.
The review intends to derive a set of patient issues that reveal the patients’
perspective and can be used to develop criteria for appraisal of health
research– and quality of care activities and policy. Patients experience
specific challenges when participating in these processes, because there is
no appraisal tool from a patients’ perspective. At the same time the number
of scientific studies and non-scientific projects wherein patients raise their
issues increases gradually. From these studies and projects, issues can be
identified that were raised by patient and patient representatives when they
responded to health research–, quality of care activities and policy. We assume that in general, these issues differ from the issues raised by healthcare
professionals and researchers as patient issues originate from life world
experiences and experiences are colouring one’s world view and values
(Caron-Flinterman, 2005; Nierse & Abma, 2010).

Method
This inventory and synthesis of data started from a focused and selective
review of scientific literature using guidance provided by the Centre for Reviews and Dissemination (2008). Soon, however, it became clear that issues
from a patients perspective are not only mentioned in scientific literature but
more so in a variety of other information sources (Teunissen & Abma, 2010).
Therefore, the authors agreed to conduct a data synthesis as described
by the Joanna Briggs Institute (JBI, 2008). A data synthesis has the aim to
assemble conclusions, categorize these into groups on the basis of similarity in meaning and next to aggregate these to generate a set of statements
that represent the aggregation (ibid, p.41). Data gathering is conducted by
manual extraction. Record is kept of the details associated with the extracted
text parts and their source. The authors discussed the synthesis of issues and
worked to common understandings on the assignment of categories. The
issues found are extracted as full text parts, tabulated and finally clustered to
descriptive themes, in this study referred to as ‘clusters of issues’, based on
similarity of meaning. No hierarchical tree was constructed interrelating the
criteria, nor was the resulting criteria list limited in length.

)NCLUSIONEXCLUSION CRITERIA
In this review inclusion criteria are used to focus on patient issues in state
of the art health care systems in Western countries. Inclusion and exclusion
criteria are set on population, language, on geographical area, on quality
of information sources, key-words and search strategy. The inventory and
synthesis uses English and Dutch language sources only.
In this review people can have multiple roles, such as advocate, adviser
or provider of information. In this review we focus on patients as advisor or
advocate. They may also be health care consumers. In our point of view patients, as advocates, speak on behalf of the ‘patient group’ and their organ-
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isation. The patient organisations have collected data about issues, claims
and concerns in an early period from individual patients / users within the
health care system. Professionals are excluded.
The search is limited to Western countries with a similar socio-economic
situation and health care level. This includes Europe, USA, Canada, Australia and New Zealand. Many other countries are facing problems on a more
fundamental level, like political stability, hygiene and health care availability, leading to various associated issues not relevant for this study. This
results in exclusion of information from Africa, Asia and South America.

)NTEGRATION OF PRIMARY SECONDARY AND TERTIARY SOURCES
We focus on empirical scientific studies with a method section (primary
sources) and other highly relevant scientific studies or articles, either with or
without a method section (secondary sources). The limited quantity of available primary and secondary sources necessitates the use of a tertiary source
group: non scientific publications, reports and patient information databases.
The authors assumed that this indicates that patient group issues might not
be sufficiently explored on a scientific basis. Hence, we included these three
types of sources because of their special interest for the main research question and aim of the study. Tertiary sources, originated by patient groups, are
assumed to reflect genuine patients issues rather than issues attributed to
them by e.g. social scientists. This also defines the special character of this
study: the integration between primary, secondary and tertiary sources.

3EARCH TERMS
The search strings are terms being used to describe the role of patients
when it comes to their involvement in quality of care and health research.
Where in some countries the term ’participation’ is either being used for
’right to say’ or for ‘taking part in society’ as opposed to social exclusion,
the European and North American literature uses ’empowerment’ and ’involvement’ in relation to ’patient rights’ and ’decision making’.
The central search string is : patient involvement. Terms used in
conjunction are: public, patient advisors, expert patient, patient participation, criteria, peer reviewers, client councils, research clinic guidelines and
agenda setting. Furthermore the –currently fashionable– terms : patient
rights, patient advisor, patient empowerment and patient centeredness are
used to verify completeness of the search.
This study uses a search strategy to locate primary, secondary and
tertiary information sources, comprising the electronic databases Cochrane
Library, Pubmed (Medline), Cinahl, Dipex, Patient and Public Involvement
Programme (PPIP) and James Lind Alliance sources. Furthermore, the search
includes patient organisation information exclusively published on the
internet and reference list tracking on author, conducted by key-words or
by implied content. The search is conducted in information published within
the time period between 2000 and march 2009. Patient groups were critical
about their influence in research and health care and wrote about this also
before this time period. Literature search further back in time would distort
the image of ‘current’ patient issues however. The search was therefore lim-
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ited this time period. The identification of relevant articles and publications
took several steps. After a first database search, selection via screening of
titles, abstracts and keywords, a screening of a selection of full texts was
done. Some 301 articles were found by database search and a further 48 by
reference tracking and internet search, resulting in 349 sources in total. No
comparable synthesis was found in the Cochrane Library.
After a check of the quality of the research methods, duplicates and articles
without a method section were eliminated as a primary source. Furthermore
the authors decided to eliminate articles that were not providing information
from a collective patient perspective but, for example, from a professional
point of view. The sources were then allocated to one of three categories
: primary – empirical studies having a method section, secondary – other
highly relevant scientific studies and tertiary – reports and publications that
originate from patient organisations and governmental institutions. Two
sources originated outside the time interval but are included by the authors
for special interest: Herxheimer (1988) and Lithuania (1996). An example
of a study which was referenced although it is not suitable for our study is
carried out by the WHO in 2009 (WHO, 2009), listing a range of patient support groups presenting information for specific diseases and countries. This
source indicates that emphasis is primarily concentrated on development of
tools for advocacy such as ‘position statements’, ‘fact sheets’ and ‘example
letters’. These tools enable patients or citizens to discuss disease specific
health related matters in lay language with those in charge and professionally involved.
Figure 1: Flowchart indicating the results of the search and data synthesis

Database search

301 articles identifieed

Reference and internet search

48 articles identified

In total 349 potentially relevant
papers identified after abstract
review

4 sources qualified as primary source
and included in the datasynthesis

8 sources qualified as secundary
source and included in the
datasynthesis

298 sources deemed not relevant
/e.g. no collective patient
perspective

39 sources qualified as tertiary source
and included in the datasynthesis

Results
Out of the 349 sources identified some 296 sources were deemed not relevant to this study since they have no bearing on patients’ collective issues.
The selected 53 sources do contain a variety of information on issues that
matter and their context from a collective patient’s perspective. Below we
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review relevant sources, summarize the extracted issues from these sources
and analyse them in depth.
Primary sources, which qualify as empirical studies with a method section
are: Herxheimer et al., (2000) on quality of care and Herxheimer (1988) and
Nierse and Abma (2010), both on research. Two studies are relevant for contextual purposes: Broerse et al., (2009) and Nilsen (2006).
Secondary sources identified are: Bal and van de Lindeloof (2005) on
both health research and quality of care, Grit et al., (2008), Lindert et al.,
(2000), Uiters et al., (2006), HFE (2007), Van Santvoort (2009), and Schalock
and Alonso (2002), all on quality of care, and finally Stewart and Oliver
(2008) on health research.
The search further resulted in 39 tertiary information sources originating
from patient organisations, government institutions and private organisations.
Tertiary sources on both the quality of care– and the research domain issues are : WHO-a (2008), AF (2009) and EPF-a (2009).
Tertiary sources on quality of care are: PA (2009), Patient UK (2009), WHOb (2007), WHO-c (2002), Lithuania (1996), Sandor (2004), Belgium (2002,2004),
Brazinov et al. (2004), Deutschland (2002), Wiederholt et al. (2002), HSF
(2009), Al-Anon (2009), CDA (2009), Catsad (2009), ALA (2004), NIA (2009),
ALF (2009), IAPO (2007), EPF-b (2009), EPF-c (2009), EPECS (2007), EIWH
(2006), Picker Institute (2009), Planetree (2009) and Shaller (2007).
Tertiary sources on research are: CC(2009), WHO-d (2008b), Kelson (2009),
IAPO (2008), Involve (2009) and JLA (2009).
Other tertiary sources are relevant to this study although they are not providing issues from a patient perspective: Vilans (2009), WHO-e (2009), LHSC
(2009), PatientView (2008) and Hjertqvist (2009).

1UALITY OF CARE
Herxheimer et al. (2000) introduce a database of UK patients experiences called The Database of Personal Experiences of Health and Illness
(DIPEx). One of it’s purposes is to identify ‘questions that matter’ for people
who are ill and their families when dealing with investigations, prognosis,
lifestyle and treatment choices. Four main issues are identified : 1-Finding
information when confronted with a new diagnosis or choice, 2-How to
discuss difficult subjects related to a disease, 3-Positive experience stories at
times when negative stories are highlighted by the media, 4-Stories
reinforcing solidarity with others.
Bal and Van de Lindeloof (2005) analyze the policy making process
around the allocation of limited healthcare system budgets in different
countries: USA, Canada, Sweden, UK, New Zealand and Israel. They
mention patient criteria being used in Oregon (USA) and report the use of a
set of 13 criteria from patients’ perspective. Among these were: ‘quality of
life’, ‘prevention’ and ‘cost effectiveness’. According to their study, Canada
shows a variety of ‘patient involvement’ methods between provinces.
Sweden organized a discussion in society around three ethical principles
and their priority that became part of the current law : ‘1-Human dignity’,
‘2-Need for care and solidarity’ and ‘3-Cost effectiveness’. In the UK
scientific and social value judgments on policy have separate paths. Social
judgments, based on ‘standards, values and preferences prevalent in
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society’, come from an –ideally– representative Citizens Council. Both types
of judgments are used by the National Institute for Health and Clinical Excellence (NICE) to evaluate healthcare, guidelines and research. Next, Bal &
Van de Lindeloof describe that in New Zealand the National Advisory
Committee on Health and Disability (NHC) uses questionnaires in an
evaluation by stakeholders in the report or proposal submission process and
health care priority trade-off studies. Four criteria are being used : ‘efficacy’,
‘efficiency’, ‘fair distribution’ and ‘consistency with social values’. In the
Health Parliament in Israel, citizens deliberate on ‘ethical and cost issues’
related to healthcare services.
Grit et al. (2008) stipulate the specific needs of foreign patients using
health care systems in two countries. Lindert et al. (2000) investigate the
needs of the four biggest non indigenous groups in the Netherlands
resulting in some fifty important issues. This list contains many issues that
would normally be considered equally relevant by any patient. However, for
this study it provides three points of specific interest for the foreign patients
group : firstly the complexity of also ‘receiving treatment and prescription
drugs in another country’, secondly the need for ‘medical information in
another language’, both verbally and in writing, and thirdly there are
‘cultural issues, e.g. a preference for a female doctor’. Differences between
countries and health care systems, result in differences in issues that
patients value of importance. Teunissen and Abma (2010) point out that
immigrants are using both the Dutch health care system and systems in
other countries. Uiters et al. (2006) identify ‘compliance with prescribed
medication in the Moroccan and Turkish ethnic groups [in the Netherlands]
as non optimal’. From this we elicit the issue: intercultural sensitivity.
The private and public supported publishers of PatientView (2008), present
172 entries in their European Patient Groups directory “with an interest in
some element of health advocacy”. Three organisations were found to list
issues relevant to this study in their publications : HFE (2007), EPECS (2007)
and EIWH (2006). These mention a wide variety of issues, dealing with
information, quality, self care and intercultural sensitivity problems.
Van Santvoort (2009) investigates the relation between policy and
disability in nine European countries and how this translates into participation in society and subjective well-being. Key policy issues for people with a
disability are ‘coherence in legislation and adequate budget’ for implementation of countermeasures. A risk is also identified: new ‘fragmentation due
to increased autonomy’ of the local communities in adopting their own
policy on execution of health care activities.
Schalock and Alonso (2002) describe the individual perception of quality
of life. Their inventory of different ways to express, measure and describe
quality of life in English speaking countries highlights commonly felt aspects
such as ‘well-being, social inclusion, freedom of choice, positive self-image,
future perspective, opportunities for self expression’. Their model is being
used in the Netherlands among Disabled Care Institutions according to
Vilans.nl (2009). The Schalock and Alonso (2002) model mentions aspects
in relation to quality of life: ‘happiness, lifestyle, physical, psychological and
social impairment, living conditions in institutions, family contacts’.
Hjertqvist (2009) provides a series of source document references on
European country level when it comes to ’patient empowerment’. Lithuania,
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Hungary, Belgium, Estonia, Poland, Slovakia and Germany were further
investigated since these countries outrank the Netherlands in the EPEI
(European Patients Empowerment Index) ranking. The wide variety of
issues found comprises access, choice, information, consent, complaint,
medical file, privacy and damage compensation.
The patient support group platform Health First Europe, HFE (2007)
conducted a survey on healthcare and patient policy priorities. The response
of 77 opinions of decision makers and stakeholders in the Brussels EU
policy making periphery, amongst which patient representatives as well,
shows widely advocated and increasingly felt importance of: ‘new technology and methods, efficiency, healthy lifestyle, self monitoring for chronic
conditions and preventive screening’. Further search in WHO-a (2008),
EPF-a (2009), PA (2009), Patient UK (2009), WHO-b (2007), WHO-c (2002),
Lithuania (1996), Sandor (2004), Belgium (2002, 2004), Brazinov et al.
(2004), Deutschland (2002) and Wiederholt et al., (2002) resulted in various
issues of importance from a patient’s perspective, concerning quality of life,
prevention, human dignity, the need for care and solidarity, cost effectiveness/efficiency, efficacy, fair distribution, consistency with social values,
new technology and methods, healthy lifestyle, self monitoring for chronic
conditions and preventive screening.
The Canadian Association of Genetic Counsellors compiled a directory
of support groups on a wide variety of – in some cases rare – genetic
diseases. The London Health Sciences Centre (2009) publishes this directory
on the internet. The wide variety of diseases, each organized in separate
patient groups, has not resulted in a common set of patient perspective
issues. To explore patient issue diversity, we decided to further investigate
four groups: heart diseases, alcoholism, diabetes and the rare neurodegenerative genetic disease Tay-Sachs. A large number of issues was found in
HSF (2009), Al-Anon (2009), CDA (2009) and Catsad (2009), varying from
privacy and information needs to access and information requirements to
the health care institutions.
Voice4Patients.com (2010) presents on the internet links within the USA
to some 75 disease specific patient support groups. To identify the commonality of issues shared between large patient groups, the internet information
of four groups known to represent diseases with large number of patients
were explored. Publications covering Arthritis-, Lung-, Alzheimer- and Liver
diseases, were searched. The main issues, found in AF (2009), ALA (2004),
NIA (2009) and ALF (2009), are related to safety, lifestyle and the health
system.
WHO-a (2008), IAPO (2007), EPF-b (2009), EPF-c (2009), Picker (2009),
Planetree (2009) and Shaller (2007) provide a wide variety of issues from
patients in health care institutions. Most frequently mentioned issues relate
to information and to contacts with family and friends.

(EALTH RESEARCH
Herxheimer (1998) lists the six rights of patients in clinical research as used
in the Primary health care department at the University of Oxford, UK: ‘1Know what his/her rights are, 2-The right to adequate information, 3-The
right not to be worried or hurt by information, 4-The right to withdraw from
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trial, 5-The right on confidentiality, 6-Post study results should be communicated to patient or next of kin’. These can be translated into the following
issues: information, choice, ethics and privacy.
Nierse et al. (2007) conducted a research project where patients and
their organization engaged in a dialogue with researchers about an agenda
for scientific research. In this study, patients ‘asked attention for the daily,
short term problems outside the medical realm’ (ibid). Nierse and Abma
(2010) also published a study on research agenda setting with people having
an intellectual disability. Discrimination and friendship were ranked as top
priorities for research.
Bal and Van de Lindeloof (2005) address both quality of care and health
research. Main issues concerning research are related to cost, ethics, values
and the health system. Stewart and Oliver (2008) conducted a literature survey, on behalf of James Lind Alliance JLA, to assess patient experience input
in setting research priorities. This literature survey resulted in patients contributing in various ways in 43 of the 258 Cochrane library studies explored.
This group of studies addressed ‘services’, ‘interventions’ and ‘health conditions’ as issues of importance.
Further search in WHO-a (2008), AF (2009) , EPF-a (2009), CC(2009),
WHO-d (2008b), Kelson (2009), IAPO (2008), Involve (2009) and JLA (2009)
resulted in a wide variety of issues relating to empowerment, effectiveness,
safety and relevance.
Table 1A : Sources for key issues in the quality of care domain

Key issue

Primary and secondary
sources Q

Tertiary sources Q

Access

43,51,20,48,53,40

Age

35,52

Key issue

Primary and secondary
sources Q

Tertiary sources Q

Diversity

24,25

35,45,49,31

Education

35,44,40

Effectiveness

23

50

Empowerment

23

34,35,43,32,38,50,31,48

Ethics

23

38,50

Family, friends

28

44,47,36,50,48,53,40,54

Fear

48,53

Fender

35,52,49

Health system

23,1

41,30,46,47,20,36,38,48,40,54,33

Information

24,22,25

29,43,44,46,32,52,20,36,37,38,39,50
,31,48,53,54

Lifestyle

23,27

35,43,41,30,46,33

Medical file
Method

32,20,36,37,39,50
27

29,41,54

Pain

30,32,37

Privacy

35,42,20,36,37,39,50,55

Quality

43,51,37,38,39

Quality of life

23

36,53,55,40,54

Relevance
Alternatives
Safety
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Buildings

28

41,55,40,54

Choice

28

20,36,37,38,39,48,54

Communication

35,38,31

Compensation

20,39

Complaints

32,20,36,37,38

Consent

20,37,38,50

Cost

23,27

50,31,33

Cross border

24,25,26

29,51,48,53

Dignity

23

36,37,50,31,40

Disability

28

35,49,50,31
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30,46,47,50

Self care

27

52,48

Social security

28

50,40

Values

23

48,53
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Table 1B : Sources for key issues in the research domain

Key issue

Primary and Secondary sources R

Critical analysis
Tertiary sources R

Access
Age
Alternatives

56

Buildings
Choice

9

Communication

31,59

Compensation
Complaints

31

Consent

31,58

Cost

23

29,31,59,60

Cross border
Dignity
Disability
Diversity

57,56

Education
Effectiveness

23,4

31,59,56,61,60

Empowerment

9

57,59,56,58,61,60

Ethics

23

31,6

Family, friends
Fear
Gender
Health system

23

Information

9

Lifestyle

12

Medical file

9

Method

The objective of this study is to identify the international usage of collective
patient issues in order to develop criteria for appraisal. The above inventory
of relevant issues, needs further analysis to achieve this objective.
The 357 extracted issue texts found in the search were tabulated and –
based on the available information from the various primary, secondary
and tertiary sources – assigned to either the Quality of care (Q) or Research
(R) domain. In seven exceptional cases an extracted issue text had to be
allocated to both domains on a fifty to fifty percent basis. Each of the 357
issues was subsequently allocated to a geographical area and to a specific
disease, as applicable, both based on the contents of the source document.
This study looks for non-specific patient criteria applicable to a wide variety
of diseases and a large geographical area. For each issue related to a single
country (or a smaller geographical area) or related to a single disease/
impairment (rather than multiple diseases or impairments) markers for verification purpose were set.
The first observation is that many of the 357 issues are almost identical in their linguistic meaning or show significant overlap. This calls for
clustering in order to find key issues. These key issues are the starting point
for defining ‘patient criteria’ in the future of our research. The clustering
process begins with the first issue text extract. Any overlapping other issue
texts are searched for and a common denominator is defined. This results in
the first cluster. All other issue texts are processed in a similar manner until
all texts have been allocated to a cluster and all clusters together constitute
an envelope around the content of all issue texts, being defined by detailed
cluster descriptions. Accordingly, each of the 357 issue texts was assigned
to one of in total 35 clusters based on equality, similarity and linguistic best
match. Then the total frequency of occurrence per cluster was counted by
simply adding up the number of extracted texts allocated to each individual
cluster. These clusters are presented in Table 2. The descriptions provide
detail on cluster attributes found in the extracted issues.

31,58

31
30,31,56,60

Pain
Privacy
Quality

4

31,6

Quality of life
Relevance

30,59,56,60

Safety

9

57,31,59,60

Self care
Social security
Values
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Table 2: Patient criteria found in international literature

Criteria

Description

17

Family, friends

Patients are enabled to get all the support of family and friends they need during
their stay in health care institutions. Family, friends and carers may have a
different perspective from that of patients.

Nr

Criteria

Description

1

Information

Information about disease, medicines, treatment, positive and negative
experiences, difficulties and project results in simple, jargon free, own language.

18

Privacy

Patients get the privacy they need. This includes taking into account that they
may be HIV positive, are ex mental illness patient or require anonymity.

2

Health system

Health system provides medical advice when needed, a suitable range of
therapies, coordinated, integrated and continuous care, assigns adequate means
and enough professional care providing staff, arranges transport, nutrition and
prevention activities.

19

Access

Patients have access to the best possible health care and support.

20

Buildings

The built environment in health care institutions employs the best architectural
and interior design to ensure optimum living conditions.

21

Complaints

Patient’s complaints are handled in a correct way. A knowledgeable contact
person is appointed.

3

Empowerment

Patients are involved and/or represented in health care policy, quality and
research and have a say in how the providers and health authorities are held
accountable. The patients voice differs from professionals’ voice. Patients have
an independent and equal say in priority setting and appraisal.

22

Dignity

4

Safety

Approved, tested, appropriate, hygienic and safe methods, medication and
equipment are used while providing care and/or conducting clinical trials. Risks
are identified and explained. Continuous and responsible care and follow-up are
provided. Availability of experimental drugs after trial is known.

Respect, personal integrity and dignity support a positive self-image, avoiding
stigma.

23

Values

Health care is consistent with standards, values and preferences prevalent in
society. Patients needs, autonomy and independence are respected.

24

Consent

Patients give informed consent prior to any medical intervention, treatment and
clinical trial.

25

Ethics

Professional performance and conduct comply with ethical standards, fairness
and justice.

26

Communication

There is adequate communication between patients, care providers and other
stakeholders. Bureaucracy is avoided.

27

Education

Education of patients /clients is taken into account.

28

Pain

Patients get treatment that avoids, reduces and manages pain.

29

Self-care

Patients get support to self-monitor and self-manage their chronic disease.

30

Social security

Patients are protected against social exclusion and discrimination. This includes
insurance coverage, work, social support network and social security provisions.

31

Age

Health care takes into account the age of patients.

32

Compensation

Patients are compensated for damage inflicted by health care- or health research
institutions.

33

Fear

Patients get emotional support and treatment that avoids, alleviates and
manages fear and anxiety.

5

Lifestyle

The patients lifestyle, weight control, physical exercise and addiction aspects are
taken into account.

6

Choice

Patients choose doctor, nurse, treatment and institution. Patients may withdraw
from treatment or trial, leave an institution and have self-determination up to
the end of their life.

7

Effectiveness

Medical intervention outcomes for patients are positive, effective, are beneficial
to- or an improvement of -the patient groups health and well-being as
experienced in daily life and are well balanced against negative effects. Equity.

8

Quality of life

Quality of life experienced while staying in health care institutions is ensured by
comfort, human contacts, nutritional and nurturing food, opportunities for self
expression, arts, culture and entertainment, spirituality and religious services
and enhancing each individuals life journey.

9
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Nr

Method

The best methods, technologies, therapies and techniques are used. Innovation,
early diagnosis and prevention are of prime importance. Researchers are skilled
and experienced, use the best international evidence to conduct trials. Peer
review of experiment design.

10

Cost

Cost is in balance with the value of the outcome. Patients are informed about
funding, about cost for their participation, about financial support and about cost
reimbursement. Duplication of resources is avoided.

11

Disability

Disabilities of patients are taken into account in health care provided. This
includes disfigurement, reduced performance, requiring assistance, physical
fitness, health condition, the severity of impairment either physical or
psychological. Mental/intellectual capacity and transportation needs.

12

Medical file

Medical records are confidential, secure, accurate and accessible for patients.

34

Gender

Health care takes into account gender aspects.

13

Quality

Recognized and respected organisations. The quality of treatment, supporting
evidence and research, medication, supplies, (palliative) care and services is
high.

35

Alternatives

Health care and health research take into account possible alternative
interventions.

14

Diversity

Diversity among patients is taken into account. This includes social background,
social/cultural differences, ethnic groups, marginalized groups, profession and
social skills.

15

Relevance

The relevance for the patient group, the general public and for health
improvement is taken into account. This includes priority for juvenile incidence,
critical review of planned research purpose and verification against policy and
practice experience.

16

Cross border

Patients receive health care, medication and treatment across country- and
health care organization borders in a continuous, coordinated and integrated
way.
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The second observation is that a significant part of the clusters is not unique
to a single domain. Figure 2 shows the clusters, listed in count frequency
ranking order, distributed over the domains Quality of care (Q) and Research (R). This demonstrates that 18 of the 35 clusters are associated
with both Q and R domains. These are: empowerment, information, safety,
health system, cost, choice, effectiveness, method, diversity, medical file,
quality, ethics, complaints, consent, social security, communication, lifestyle
and values. The Q domain contains 33 out of the 35 clusters. The R domain
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contains 20 out of the 35 clusters, so in total 15 clusters are not found to be
associated with R. In contrast only 2 clusters are unique to the R domain:
relevance and alternatives.

Figure 2: Criteria frequencies and their applicability to the domains Q-Quality and
R-Research
Critera
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fear
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The third observation concerns the insensitivity of this analysis for diseaseand geographical area specific issues. The 357 issues are found to be 73.7 %
Quality of care- and 26.3 % Research oriented. Out of 357 issues analysed 39
are disease specific. In total 180 out of the 357 issues are originating from
various single countries. This suggests that the clusters would have no common ground for use by a wide variety of patient groups. Two checks were
used to prove quite the opposite. When two or more single disease originated issues support a cluster, the cluster itself is not disease specific. The
same applies to single country originated issues. All 35 clusters pass these
checks. Hence none of the criteria is solely based on issues originating from
a single disease- nor a single country. This would mean that adding any
further single disease- or single country- originated issue to the 357 issues
and 35 clusters would not be likely to necessitate a new cluster. This implies
data-saturation within the search limitations set for this review. Figure 3
illustrates the clusters non-specificity for single disease/impairment and
single country.
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Figure 3: Criteria and their non- specificity for disease and country
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The fourth observation is an under representation of key issues in the
primary and secondary sources. There is a striking lack of presence of high
frequency Q and R key issues in the scientific sources information. The
clusters: empowerment, safety, lifestyle and choice are found in relatively
small proportion compared to their presence in tertiary information sources.
Some 13 clusters are not found in scientific sources, in spite of their clear
and obvious appearance from tertiary sources. These are: privacy, relevance, access, complaints, consent, communication, education, gender,
pain, age, compensation, fear and alternatives. This may indicate a gap in,
or rather a lack of presence of, scientific research activity in a significant
part of the field of patient involvement.
The fifth observation is that a substantial number of key issues extend
beyond the biomedical realm of health research and health care institutions.
Some 8 out of the 35 clusters identified in this study qualify as mostly society- or well-being oriented issues. These are : quality of life, family/friends,
lifestyle, diversity, fear, dignity, self-care and social security. The other 27
clusters deal with the relevance of treatment or research, the role and right
to say of patients and ethics/safety issues.
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This study has some limitations. It focusses solely on Western, mostly English and Dutch language countries. Further research on this could amend
our results. For example immigrants using both Western health care and
homeland care and might articulate different issues.
This is not a conventional systematic review, as mentioned in the methods paragraph, but focuses on secondary and tertiary sources as well. We
include secondary and tertiary sources in order to study experiential knowledge on patient issues. Without the use of experiential knowledge, found
predominantly in secondary and tertiary sources, we would not have been
able to elicit the issues as described.
Thus, what could explain this under representation gap between issues
found in primary and secondary scientific sources and tertiary sources? First,
patient groups appear to be fighting predominantly on an issue-level for better
health care, and –research performance. Patient groups often use fact sheets
and standard letters to equip their representatives and advocates for negotiations. Although many issues can be derived from the sources found, patient
organizations haven’t synthesised these and translated them into e.g. a systematic appraisal method or pre-set levels of acceptance per issue. This may
explain why only some relevant information was found in primary sources.
Secondly, agenda’s of patients are often characterized by a broad range
of subjects whereas agenda’s of professionals are more focused on specific areas. Researchers tend to focus primarily on physical functioning and
medical issues like effectiveness of medical interventions or improving diagnostic possibilities. Patients, however, mention a broad terrain of issues,
including daily problems, quality of life, emotions (fear and anxiety) and
issues concerning the relationship with health care professionals (2010).
This attention for a broad context on patient issues relates with a need
for a more integrated perspective on health and illness and an integral
vision of how health care should be organized. This perspective includes
more existential issues as well as psychological, social, spiritual and cultural
issues when looking at well-being instead of illness (Dahberg et al., 2009;
Visse et al., 2010). From this perspective, issues such as ‘vitality’ and ‘movement’, ‘being able to’ and freedom’ and ‘peace’ could be of importance. For
example, professionals used insights from cognitive therapy as an intervention to improve physical health (Visse et al., 2010).

seem to focus on the biomedical and methodological aspects of patient
issues. Therefore, we searched for issues from experiences of patients in
secondary and tertiary sources that cover a much wider range of experiential knowledge. This experiential knowledge includes issues originating
from fundamental values (relevance, right to say and safety), quality of care
and society and well-being related values e.g. quality of life, lifestyle and
psychological and social impairment. Most of these issues, especially the
issues related to daily life, do not find any reflection in the primary, scientific literature. A recent book written by Charlotte Williamson addresses
patient issues from an emancipation point of view. Some 10 ‘principles’ are
presented (Williamson, 2010). These ‘principles’ are based on mainly UK
specific– rather than on international issues, they do not cover a wide range
of diseases including disability and mental illness, nor do they cover health
research issues. Furthermore, these ‘principles’ are based on issues found
difficult to resolve at the negotiation table rather than on patient issues that
matter before entering any negotiation. Therefore the issue selection behind patient-activist ‘principles’ differs from the issues selected to support
the patient key-issues or ‘criteria’ we set out to find. The key patient issues
found, appear to be interlinked amongst the two domains Quality of care
and Health Research. They are neither uniquely associated with specific
diseases nor with geographical areas, nor –for a significant part– with the
separate domains.
Patient organizations cannot always cope with the participation possibilities attributed to them (Bovenkamp et al., 2010). They do not have sufficient tools to be a professional partner in dialogue with healthcare professionals and researchers. Patient representatives need to be better equipped.
One possibility is to provide them with an appraisal tool. Available tools are
reported to be poorly operationalised, to be incomplete and to have unclear
boundaries and overlaps, by Teunissen and Abma (2010). In order to support patients when appraising quality of health care, research activities and
policy, we intend to take a next step and create a generalised appraisal tool:
a patient criteria list. The list will be developed from the outcomes of this
data synthesis and an interactive research process. The development of the
appraisal tool will be conducted within the everyday practice around the
negotiation table and as perceived by the patients and clients’ community.
During this development, the completeness of the issues as found in this
data synthesis will be verified.

Conclusion
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