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Abstract

Although academic interest for patient involvement in health research decision-making is growing,

in practice it proves challenging to involve patients meaningfully and sustainably. This article aims

to unravel systemic factors influencing the embedding of meaningful patients’ involvement in pro-

posal appraisal at a private cancer research funding organization. In the case study, the emergent

and participatory research approach Reflexive Monitoring in Action was applied. At first, a positive

stance of stakeholders towards patient involvement was accompanied by a lack of tools and struc-

tures. This lack of tools led to the execution of various interventions. Analysis reveals that struc-

tural interventions succeeded in the bureaucratic context. The required cultural shift was also

addressed, but took longer to materialize. This may have reduced the meaningful involvement of

patients in proposal appraisal in practice. To overcome the underlying systemic barriers, an ap-

proach is needed that encourages stakeholders’ reflexivity in the structural, cultural, and practical

domain.
Key words: patient involvement; grant appraisal process; system innovation.

1. Patient involvement in research proposal
appraisal

The responsiveness of Western health research systems has been in-

creasingly scrutinized in recent years: real-life problems in health

practices and the patients’ needs are insufficiently addressed by

newly developed innovations or knowledge, and the system is

criticized for being supply-driven rather than demand-based

(Chalmers 1995; Tallon et al. 2000; Elberse et al. 2017). Research

tends to be ‘directed towards function enhancement rather than

function recovery or prevention, it is disease-oriented rather than

focused on integral approaches, and it is intervention-oriented rather

than supporting individual responsibility or addressing implementa-

tion problems’ (Broerse et al. 2010). The limited set of stakeholders

currently dominating decision-making in each step of the research

process, comprising researchers, policy makers, and medical special-

ists can be associated with the supply-driven nature of health re-

search systems (Broerse et al. 2010).

In this article, we focus on the stakeholders involved in decision-

making during proposal appraisal. Authors have argued that includ-

ing (ex)patients in the process of reviewing grant proposals can

increase the societal relevance of the research performed by using

the complementary nature of experiential knowledge (Popay and

Williams 1996; Entwistle et al. 1998; Caron-Flinterman et al.

2005). Furthermore, the call for more patient involvement coincides

with an increased societal demand for public accountability of re-

search and better translation of research outcomes to improvements

in care practice (Entwistle et al. 1998; Gibbons 1999; Nowotny

et al. 2001; Whitstock 2003; Abma and Broerse 2010). Some health

funds have initiated patient involvement in their proposal appraisal

procedures (Andejeski et al. 2002; Teunissen et al. 2013; Elberse

et al. 2017). Notable pioneers in this field in the UK are the

Alzheimer’s Society which has set up a Research Network with pa-

tient reviewers, and the National Institute of Health Research which

includes lay reviewers on many of its funding panels

(Alzheimers_Society 2018; NIHR 2018). However, with the excep-

tion of relatively recent academic interest into this topic little is

known about the impact and embedding of such reviewing involve-

ment in health research decision-making (O’Donnell and Entwistle

2004; Staley and Doherty 2016; Elberse et al. 2017).

Scholars have investigated the range of issues which may be con-

sidered by patient reviewers in proposal appraisal (Saunders et al.

2007; Teunissen et al. 2013). These studies have demonstrated that
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patient reviewers can examine the information provided to partici-

pants on aspects such as comprehensibility and probity. Also,

patients’ experiential knowledge allows them to identify prospective

clinical subjects by ‘walking in their shoes’, hence verifying the feasi-

bility of including patients with certain health conditions and the

burden of the proposed research (Maguire and Britten 2017). This

demonstrates the value of including patients in the process of know-

ledge co-production, in which knowledge is developed between sci-

ence and society (Regeer and Bunders 2009). Here, patients’

experiential knowledge is articulated and integrated with research-

ers and healthcare professionals’ expertise (Pittens 2013).

2. Meaningful and sustainable patient
involvement

Despite its argued and demonstrated benefits in academic literature,

in practice, patient involvement in reviewing grant proposals is cur-

rently often tokenistic and largely confined to isolated initiatives.

The observation that patients can potentially contribute meaningful-

ly to knowledge co-production does not imply that this involvement

is by definition meaningful in every initiative (Rowe and Frewer

2000). For example, while the Innovative Medicine Initiative

claimed that the majority of their first EU-funded projects involved

patients in research, the patients were actually used as subjects to be

studied rather than having an influence on the research itself (Supple

et al. 2015). de Wit et al. (2015) demonstrated that the explicit ac-

knowledgement of patients as a valuable source of knowledge is es-

sential to avoid tokenism, and, similarly, Li et al. (2015) describe a

tension between the genuine desire to involve the public in health

policy decision-making and more strategic and political reasons to

support patient involvement. Following the Li et al. study that

describes the influence of public involvement in health policy

decision-making, we define meaningful patient involvement in the

reviewing process as a contribution which is based on the patients’

experiential knowledge and which is taken into serious consider-

ation during deliberations and may affect the funding decision.

In addition to the danger of tokenism, the organizational embed-

ding of the patient perspective proves challenging. Although success-

ful initiatives are being replicated on the individual level, Elberse

(2012) argues that patient involvement is not yet ‘anchored in the

system’, and Boaz et al. (2016) provide evidence that health

researchers maintain ‘Mode 1 academic attitudes and values, despite

the changing currents on the surface’. This implies that the health re-

search system is currently not configured to meaningfully incorpor-

ate the patients’ perspective in proposal appraisal processes, and

that it encounters systemic barriers to change this. A system innov-

ation is therefore needed to overcome these barriers (Grin et al.

2010; Schuitmaker 2012; Broerse and Grin 2017). To include

patients in decision-making procedures, involved scientists, policy-

staff of a health foundation, and patients themselves need to change

their perceptions and values regarding proposal appraisal (culture),

the organizational rules, regulations, and procedures facilitating the

proposal appraisal process (structure), and the actors’ means for per-

forming the proposal appraisal (practice) (van Raak 2010).

Moreover, the actors functioning within a dominant regime tend to

reproduce the existing system, thereby counteracting innovations to

the system (Schuitmaker 2012). These Lamarckian notions aid in

explaining a regime’s resistance to change (Grin et al. 2010) and

why such changes are typically gradual and continuous processes

(Rotmans et al. 2001).

Consider the cultural change accompanying patients’ involve-

ment in reviewing grant proposals. The system’s criteria for good re-

search, i.e. worthy of funding, need to be reconsidered (Andejeski

et al. 2002; Fleurence et al. 2014). In addition to scientists focusing

on the scientific relevance, innovativeness, and methodological quality

of research proposals, the patients’ judgments of the proposal’s clinical

relevance and feasibility need to be incorporated in the final assessment

of the grant proposal. This means that the assessment whether the pro-

posed research addresses a problem deemed relevant by patients, and

whether the expected benefits of the solution for patients outweigh the

burden of the research for participants, gains importance.

Secondly, the existing structure of the grant proposal reviewing

process comprises a set of routines with a clear balance of power,

which structure daily activities, communication, and decision-

making amongst all those involved (Frenk 1992). Incorporating the

patients’ perspectives in this system tends to destabilize the system,

as it requires adjustments to established procedures and routines to

accommodate the patients’ reviewing process needs. Thirdly, involv-

ing patients in the decision-making process demands the establish-

ment of long-term relationships between different stakeholders,

extending people’s competences and requiring the availability of

time, money, and resources (Gray et al. 2000; Howe et al. 2006;

Lindenmeyer et al. 2007). For example, when patient reviewers are

invited to join the decision-advising committee, scientific experts

have to adjust their discourse to allow non-scientific experts to join

their conversation (Elberse et al. 2011).

The discrepancy between the promised benefits of patient in-

volvement in proposal appraisal and the current lack of its structural

embedding in the health research system calls for an analysis of this

situation from a system’s perspective. An analysis of the systemic

factors facilitating or impeding meaningful patient involvement in

health research proposal appraisal may offer recommendations on

how to enhance the meaningful and sustainable involvement of

patients in proposal appraisal.

3. Case study

We conducted a case study on the involvement of patients reviewing

grant proposals at the Dutch Cancer Society (DCS), the largest pri-

vately funded health foundation of the Netherlands. With an annual

budget of approximately e120 m funding approximately half of all

project-based oncology research conducted in the Netherlands, DCS

is a key player in the Dutch oncological health research system

(Hanselaar and Boerrigter 2011; KWF Kankerbestrijding, 2015).

The organization’s mission goals are as follows: more cures, less

prevalence, and a better life quality for people with cancer. DCS

aims to achieve these goals by increasing the impact of its funded

research on the patients’ prospects and quality of life, and by

increasing the role of patients in its operating procedures

(Kankerbestrijding 2015). In 2011, DCS installed a Patient Advisory

Committee (PAC). This committee originally consisted of �25

(ex)cancer patients who reviewed clinical study proposals submitted

to DCS, using criteria they deemed relevant. Between 2015 and

2017, DCS reorganized its overall process of proposal appraisal in

the Program Research and Implementation (PR&I). As part of this

reform, patient involvement in proposal appraisal was anchored by

formally installing patient reviewers in the Scientific Council (SC) of

the organization in 2016.

This study commenced in 2014 when DCS invited an external re-

search organization to evaluate the PAC’s activities and to analyze
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the factors impeding and facilitating the embedding of the PAC at

DCS. The study covered a critical phase of the changes taking place

at DCS, in which patient involvement in proposal appraisal gained

momentum but was not yet consolidated.

Taking the goals of DCS regarding patient involvement into ac-

count, we formulated the following research question;

How can the embedding of meaningful patient involvement in

proposal appraisal at DCS be enhanced, considering the facilitat-

ing and impeding systemic factors influencing such a

development?

4. Methodology

The study adopted the emergent, action-oriented, and participatory

research approach Reflexive Monitoring in Action (RMA) (van

Mierlo et al. 2010). In a system innovation, stakeholders jointly

need to change the structure, culture, and practice through recurrent

reflection on these domains. RMA stimulates this reflection; it aids

actors in the process of shaping and adapting to the new reality. An

independent observer monitors and evaluates the innovation, initiat-

ing and supporting interventions when needed.

The interventions in RMA can be characterized by the action-

learning spiral, emphasizing reflexivity by: (1) identifying a chal-

lenge, (2) developing an action plan, (3) performing the intervention,

(4) observing and evaluating the intervention, (5) adjusting the ac-

tion plan with regard to the new insights, and (6) performing the

adjusted intervention (Hanselaar and Boerrigter 2011). This method

aids in identifying facilitating factors and areas for improvement.

The insights can be readily translated into recommendations, allow-

ing stakeholders to apply them directly. RMA thus integrates reflex-

ivity in the process of change (van Mierlo et al. 2010).

5. Three-phased reflection and action study

Data were collected between July 2014 and December 2016 in three

largely consecutive phases; see Fig. 1 for a chronological overview.

A project team consisted of three policy staff members of DCS,

all specifically dedicated to enhancing patient involvement at DCS,

and three independent academic researchers (one was replaced

halfway through the study). One of the academic researchers per-

formed most of the monitoring activities; she is henceforth called

‘the monitor’ (author A.S.). She was working at the DCS office on

average two days a week, giving the study an ethnographic charac-

ter. The other two academic researchers assisted in the design, data

collection, and analysis of and reflection on the data collected. The

project team regularly jointly evaluated the progress and findings of

the study.

5.1 Phase 1: insights in early patient involvement

experiences (2011–2015)
To initiate the action-learning spiral, the initial culture, structure,

and practice prevalent at the organization were analyzed as fol-

lows:(a) Fifteen semi-structured interviews were conducted by the

monitor in July 2014 with patient reviewers (n ¼ 7), policy staff at

DCS (n ¼ 5) and researchers in the SC (n ¼ 3). Interviewees dis-

cussed experiences in or with the PAC and their expectations regard-

ing the PAC. Two members of the executive board of DCS were

interviewed to provide insight into DCS’ management position on

patient involvement.(b) In 2014, patient reviewers assessed grant

proposals in six research-funding programs. In 2015, PAC’s involve-

ment continued in three programs. The monitor attended seven as-

sessment meetings through participant observation and informally

evaluated with patient reviewers (n ¼ 4), DCS staff (n ¼ 3) and SC

chairs (n ¼ 1) in interviews lasting about 30 minutes.

5.2 Phase 2: interventions in patient involvement (2015)
Based on the insights gained in the first phase of this study, we

aimed at supporting sustainable change in the culture and structure

of and practice at DCS. Therefore, we devised an intervention plan

containing four elements: (a) The process of patient involvement in

proposal appraisal was standardized according to a process scheme.

In four workshops facilitated by the monitor and an additional re-

searcher, one or two issues in the process scheme were discussed.

Three to five patient reviewers attended each workshop, and nine

participants attended between one and all four workshops. (b) The

recruitment process for new PAC members was co-designed with

current patient reviewers (in collaboration with all staff members of

the project team and the monitor). A recruitment profile was

Figure 1. Chronological overview of the three-phase reflection and action study, in which phase 1 is medium gray (purple), phase 2 is dark gray (dark blue), and

phase 3 is light gray (aquamarine). Key decisions made by DCS are above the timeline (in green). Colour version of this figure is available online at SCIPOL Journal.
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published, candidates attended an introductory meeting, and new

patient reviewers followed a training session. A staff member of the

project team and the monitor jointly evaluated the recruitment pro-

cess with all new members (n ¼ 16) by phone. (c) In a workshop

(organized by a staff member of the project team and facilitated by

the monitor and an additional researcher), DCS research coordina-

tors discussed their own role, required skills, and competences to in-

volve patient reviewers in proposal appraisal as part of the PR&I

reform. (d) All PAC-involved grant applications tendered in 2015

were analyzed by the monitor. Assessments by PAC and the SC were

classified as positive, mediocre, negative, or no assessment/revision.

The funding advice to DCS was either positive or negative. The ini-

tial scoring given by the PAC and the SC and the final advice to DCS

were compared to each other.

5.3 Phase 3: analysis of patient involvement process

(2016)
As part of the action-learning spiral, the interventions were continu-

ously evaluated in numerous informal meetings and discussions.

Additionally, two formal evaluations were performed: (a) Nine

semi-structured interviews with patient reviewers (n ¼ 4) and DCS-

staff members (n ¼ 5) were conducted by the monitor in November–

December 2016. Five patient reviewers and one DCS-staff member

had been interviewed at the start of the study. Interviewees reflected

on the past 2.5 years regarding patient involvement in proposal ap-

praisal at DCS. (b) The monitor attended an evaluative meeting in

June and in December 2016 with patient reviewers who had repre-

sented the PAC at SC meetings. During the meetings, patient

reviewers evaluated their experiences with the SC so far and dis-

cussed the future plans for the PAC.

5.4 Data analysis
The monitor recorded all formal interviews after verbal consent,

transcribed the interviews verbatim, and summarized them. Minutes

were made of all formal meetings and workshops that were facili-

tated by the monitor and/or an additional researcher. The summa-

ries of the interviews and minutes of the meetings were sent to the

participants for member-check within two weeks after the event. At

all other meetings where the monitor was present and during all in-

formal (phone) interviews conducted by the monitor and/or other

academic researchers, observations were recorded in a logbook.

Also, the monitor took field notes at the office of DCS.

The action-oriented and emergent nature of the research design

called for an iterative data analysis. Preliminary findings were regu-

larly discussed with the entire project team to guide further interven-

tions. In-depth analysis was based on thematic coding (Green and

Thorogood 2004), performed by the first and second author on the

logbook, transcripts, and summaries to identify systemic barriers

and facilitators on culture, structure, and practice regarding mean-

ingful and sustainable patient involvement. The themes were identi-

fied following the definition of culture (set of values, perceptions,

and interpretative frames shared by most of the involved actors),

structure (physical, legal, organizational, power, economic, and fi-

nancial structures facilitating and/or constraining the behaviour of

the involved actors) and practice (actual actions (operations) under-

taken by the involved actors) as described by van Raak (2010).

Next, open coding was performed by the first and second author to

uncover patterns within the themes. The academic researchers regu-

larly discussed the coding process. During these discussions, three

overarching issues were identified in which the planned and per-

formed interventions could be classified:

• Structural adjustments to the PAC-assessment criteria
• Formalization of PAC’s position
• Exploitation of patient reviewers’ experiential knowledge

The monitor performed the document analysis of the grant appli-

cations which was added to this qualitative dataset. The analysis

was subsequently reviewed with the staff members of the project

team, to discuss the interpretation of the data. Differences in inter-

pretation were extensively discussed until agreement was achieved.

5.5 Ethical considerations
The ethical aspects of this research were considered an ongoing pro-

cess of deliberation and reflection. All participants voluntarily, an-

onymously, and confidentially took part in the research activities;

due to the emergent nature of the research design, we regularly re-

evaluated their verbal informed consent. Also, by means of member

checks we continuously scrutinized our own interpretation of the

data, reviewing our potential preconceptions.

We adhered to the nationally established code of ethics for re-

search in the social and behavioural sciences involving human par-

ticipants, as interpreted and explicated by the involved research

institution (Scientific and Ethical Review Board 2016). The involve-

ment of patient reviewers did not concern medical treatment or in-

vasion of their integrity, hence approval of an accredited Dutch

medical research ethics committee was not needed.

6. Results

In this section, the initial culture, structure, and practice at DCS are

described based on the data collected in phase 1 of the study.

Subsequently, the performed interventions and stakeholders’ per-

spectives on the impact of the interventions are described based on

the data collected in the second and third phase of this study.

6.1 Contextual and retrospective insights in early

patient involvement experiences (2011–2015)
Phase 1 of this study elicited the initial culture, structure, and prac-

tice at DCS through analyzing the positions and viewpoints of the

main stakeholders involved and the organizational context of DCS.

DCS staff members characterize their organization with a propensity

to formulate regulations, procedures, and protocols. The relatively

large amount of resources available enhances the organization’s so-

cietal visibility and increases the need for transparency and public

accountability of its resource allocation. This fuels the need to legit-

imize the organization’s expenditure through standardized proposal

appraisal procedures. The policies needed to involve patients are

designed and implemented by the Team Patient Involvement (team

PI) at DCS. The monitor was considered an external member of this

team for the duration of the study. Supervision of team PI repeatedly

shifted from an executive board member of DCS to lower ranks of

team leaders. This is indicative not only of the broad scope of the

team but also of its ‘outsider’ position in the organization.

Emblematic was the team’s self-imposed characterization as gadfly

of DCS—team PI members repeatedly reminded their colleagues of

the value to involve patients meaningfully in proposal appraisal.

This indicates that team PI members felt the need for a cultural shift

within the organization, as the rest of the DCS-staff was less aware

of this issue.
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Patient reviewers on their own behalf take a seat in the PAC and

all share the experience of having been diagnosed with cancer. The

group is relatively demographically diverse in age, gender, and the

type, severity, and treatment of their tumours; however, higher-

educated patients with Dutch ethnicity are overrepresented. DCS

supported research includes all cancer types with divergent survival

rates and treatment options and includes fundamental science to

psycho-social support. This multi-levelled diversity complicates the

comparisons and tradeoffs made in assessing grant proposals.

Hence, interviewed stakeholders (including patient reviewers) raise

questions about the legitimacy of patient reviewers: Are patients eli-

gible to assess research proposals on cancer types they have not been

confronted with? Or contrarily, do they favour proposals investigat-

ing their type of cancer? To what extent can they assess the value of

preventive research, as they are already confronted with cancer?

Some patient reviewers are especially knowledgeable about the type

of cancer they have had themselves; they alert researchers to new

collaborations within the field, or they question the scientific inno-

vativeness of a research proposal. While some patient reviewers con-

sider it their duty to have considerable state-of-the-art knowledge on

oncological research, for example, by staying up-to-date in scientific

literature, others disagree.

We need more people [patient reviewers] with technological ex-

pertise. For example, the diagnostic tools. The technological

developments are going so fast and we know too little about it.

As a patient reviewer you need to keep abreast of such

developments

But shouldn’t I just know what it feels like to be lying in such a

scanner? Instead of knowing how it works?

(patient reviewers in evaluative meeting of PAC representatives)

In addition to the experiential knowledge, patients also possess

knowledge from (former) occupational experience. Patient reviewers

do not always consciously separate this when assessing research pro-

posals; they sometimes evaluate the feasibility or quality of a research

proposal based on their professional knowledge. For example, when

members of the SC expressed their doubts on scientific grounds, a pa-

tient reviewer defended a proposal on immunotherapy. In the evalu-

ation, the patient reviewer acknowledged that her professional

background as immunologist contributed to her defence.

Leading scientists in the Dutch oncological research field are

gathered in the SC to provide DCS advice regarding the funding of

grant proposals. Researchers take seat for a period of 3 years, which

can be extended once. The SC is divided in sub-committees that

peer-review grant proposals on topics close to the members’ research

fields. Each committee is chaired by a prominent researcher and sup-

ported by a research coordinator of DCS. The interviewed SC-chairs

cherish the contribution of the patient reviewers, but some struggle

how to take the PAC-assessment into consideration in the funding

advice, as they do not want their scientific assessment to be influ-

enced by the assessment of the patient reviewers.

6.2 Interventions in patient involvement in proposal

appraisal (2015–2016)
To enhance the sustainable embedding of meaningful patient in-

volvement in proposal appraisal, several interventions were designed

and performed based on the first phase of this study that elicited the

initial culture, structure, and practice at DCS. The stakeholders indi-

cated the need for adjustments during interviews or assessment

meetings, or the monitor initiated activities. Improvement of patient

involvement performance (practice) was often addressed by attend-

ing to the structural domain. While interventions aimed at address-

ing underlying cultural differences between the stakeholders, the

effects of these efforts were less promptly visible. Three issues illus-

trate this claim. First, the issue is described, after which the interven-

tion is presented and analyzed.

6.2.1 Issue 1: structural adjustments to improve interpretation and

weighting the PAC-assessment criteria

In the first phase of this study, patient reviewers and DCS-staff fre-

quently mentioned the lack of and need for consensus regarding the

interpretation and weighting of PAC-assessment criteria. The PAC

was asked to assess: (1) the quality and readability of the Dutch

summary, (2) societal relevance of the research, (3) burden and risks

to participants compared to the expected health benefits, (4) in-

volvement of patients, and (5) the quality and readability of the pa-

tient information for prospective clinical participants. The scoring

sheet did not weigh the importance of each criterion or explicate its

interpretation. The consequential variation and discussion amongst

patient reviewers were observed in the assessment meetings. For ex-

ample, ‘relevance’ was interpreted differently. People debated

whether research that promises small progress is ‘messing in the

margins’ or whether it can be a stepping stone for substantial health

gains in the long run. Neither was there consensus whether the size

of a patient group should be considered in assessing relevance.

It’s about only 300 patients. Should that be an argument? I feel

we should impede this. It’s about the individual patient.

I disagree. Looking at the matter from a business perspective, I’ll

go for a treatment with which you can save thousands of patients.

(patient reviewers in PAC-assessment meeting)

Regarding the weighting of the criteria, some assessors priori-

tized the proposal’s relevance. Another patient reviewer took serious

account of the burden and hardly considered other aspects.

If the research uses existing biomaterial, the burden for the pa-

tient is zero. Then I say, it’s a perfect study. And I hardly consider

the rest. (patient reviewer in PAC-assessment meeting)

During the PAC-assessment meetings, patient reviewers always

attempted to reach consensus regarding their assessment of the pro-

posal or—in exceptional cases of disagreement—to clearly denote the

different lines of argumentation within the PAC during the SC meeting.

To discuss the issue of interpretation of assessment criteria in more

depth and generalized beyond specific proposals, the project team organ-

ized a workshop at which four patient reviewers were present. The as-

sessment form for the PAC was adjusted based on this workshop and in

dialogue with DCS-staff; guiding questions were added to help explicate

the criteria. The form separated the readability and quality of the Dutch

summary from the main assessment categories. The feasibility, quality,

relevance, and the involvement of patients in the proposal were taken

into account in coming to a final assessment. Additionally, all proposals

were discussed at a PAC-assessment meeting facilitated by team PI (see

issue 2). During those meetings, sometimes observations beyond the

scope of the assessment form were discussed; for example, the dissemin-

ation of the prospective results or the interests of the pharmaceutical in-

dustry compared to DCS’ mission goals in the proposals.

In the evaluation phase, most patient reviewers and DCS-staff

agreed that the adjusted assessment forms and the facilitated

PAC-assessment meeting resulted in more consistent, better struc-

tured, and more thoroughly substantiated arguments. Also,
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interviewees claimed there are fewer opportunities for patient

reviewers to incorporate their favourite topics in the assessments.

6.2.2 Issue 2: formalization of PAC’s position and its influence on

funding advice

Based on the analysis in phase 1, we detected a need to consolidate

the position of the PAC in the organization. This was achieved by

mainly interventions on the structural domain.

At the start of this study, the position of the PAC within DCS

was not formalized and its activities were conducted in an explora-

tory manner. Patient reviewers and DCS-staff viewed the PAC as fer-

tile testing-ground for patient involvement and praised its zeal and

pioneering attitude. However, the embedding of the PAC in the as-

sessment structure was limited, restricting its efficacy and influence.

The feeling of urgency of patient reviewers to expand their input

and influence sometimes collided with the, according to them, tedi-

ous developments at DCS. Patient reviewers considered it their task

to convince the SC of the value of their involvement.

We are the ones to decide on our involvement, not them [the SC].

It’s important to explain the essence of patient participation. We

have to educate them [the SC] on this. (patient reviewers in

interview)

To consolidate the position of the PAC, the pilot programs in

which patient reviewers participated in 2014 served to formalize

and standardize patient involvement in proposal appraisal.

Variables of change in these programs were: pre-applications

assessed by PAC, facilitation of PAC-assessment meeting by DCS,

formal weighting of assessments of PAC and SC, and PAC-

representation at the SC meeting. Based on these insights, a process

scheme (Fig. 2) established the procedures and extended them to all

research programs except for fundamental science.

Following this process scheme, from 2015 onwards SC-

members, patient reviewers, and DCS-staff were present at the SC-

assessment meetings to discuss the funding advice. The position of

the PAC was formalized in the grant allocation structure in 2016.

Patient reviewers were pleased with this development, calling their

representation in the SC ‘beyond dreams.’ Despite this achievement,

however, many patient reviewers wished to measure the direct im-

pact of their presence on the funding advice.

We were being listened to, there was a dialogue. The chair

decides, that was all fine. But on closer inspection, the question

arises how much influence we’ve actually had.

Should we be equal discussion partners? Well, quite a lot needs

to be done to achieve that, and I’m worried. What is our impact?

We may feel it, but I want to actually see it.

(patient reviewers in evaluative meeting of PAC-representatives)

The project team therefore analyzed the congruency of the assess-

ments by the PAC and SC to the funding advice. A total of 63 research

proposals (in five different research programs), all tendered in 2015, were

analyzed. This analysis corroborates with the doubts of the PAC regard-

ing the quantifiable impact of their assessments on the funding advice.

The PAC assessed 37 proposals positively, 18 mediocre, and 5

negatively. The PAC was inclined to give applying researchers the

benefit of the doubt when the proposals were not entirely clear to

them; this could, in part, explain their overall positive stance to-

wards most proposals. In comparison: the SC assessed 24 proposals

positively, 8 mediocre, and 28 negatively.

Regarding the proposals over which the PAC and the SC did not

agree; for three proposals, the SC assessment was positive but the

PAC assessment was mediocre. These proposals were all funded,

and the comments of the PAC were forwarded to the applying

researchers as additional feedback. There were no proposals in

which the SC filed a positive assessment and the PAC a negative

one. In 13 cases, the PAC assessment was positive but the SC assess-

ment was negative, all resulting in a negative funding advice. As

DCS applies the principle to solely fund research projects of suffi-

cient scientific quality, a negative SC assessment on scientific quality

seemed to outweigh the patient reviewers’ assessments on relevance.

All applying researchers received the assessments of the PAC as

feedback, providing them with suggestions to improve their pro-

posals and making them aware of the patients’ perspectives. As

such, the PAC assessments were not only part of the reviewing pro-

cess of the SC, but also instrumental in raising awareness in the re-

search field regarding the value of patient involvement in writing

research proposals. Hence, the impact of the PAC-assessments was

not limited to a quantifiable measure. Patient reviewers often

expressed their hopes that, in the future, ‘we [patient reviewers] are

not needed anymore,’ as applying researchers would take the

patients’ interests into account as a matter of course.

The influence of PAC-representatives in the SC-assessment meet-

ings was also assessed by participant observation and discussed in

the evaluative interviews. All stakeholders were unanimously enthu-

siastic about their presence, as ‘the patient gets a face’.

Their presence [of PAC-representatives] helps SC-members real-

ize there is a difference between knowing about the existence of a

problem and experiencing the problem.

(DCS-staff member in evaluative interview)

Yet, the project team observed that DCS-staff and SC-members

need to get accustomed to the presence of the PAC at the assessment

meetings. This was mentioned in the workshop with research coordi-

nators of DCS and frequently confirmed in the evaluative interviews.

Although the DCS-staff aims at a dialogue between patient reviewers

and SC-members, this is not automatically put in practice. Based on

the observations during the assessment meetings, several factors could

be discerned which influence the discussion at the SC meeting. First,Figure 2. Process scheme of PAC involvement in proposal appraisal, estab-

lished for all research programs except for fundamental science.
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the assessment-meeting chair can affect the input of the patient

reviewers and reinforce the PAC’s position by creating the right condi-

tions, such as providing sufficient time to engage in a meaningful dia-

logue and give the floor to the patient reviewers explicitly. Also,

starting an assessment meeting with all participants at the same time

prevents PAC-representatives from entering the meeting with a disad-

vantage. Second, in the SC-assessment meetings, we observed that the

composition of the SC influences to what extent the contribution of

the patient reviewers is appreciated. Plurality in scientific disciplines

encourages an atmosphere in which the patient perspective is acknowl-

edged. Patient reviewers contributed less to the discussions in SC-

committees with a more homogeneous composition. Third, in the

workshop the research coordinators indicated they needed to develop

the skills and competences for a neutral, yet active role to combine the

PAC-assessment and the SC-assessment into a final funding advice.

From these insights, we can derive that the formal position of the

PAC has been firmly established in the organization; on the struc-

tural domain, adjustments can be identified such as the establish-

ment and implementation of the process scheme. The effect of these

measures was promptly visible. This issue also demonstrates that a

cultural shift is required to exploit the patients’ perspectives on pro-

posals to its full potential. Examples of efforts focusing on this cul-

tural domain are providing circumstances to encourage the dialogue

between patient reviewers and SC-members and feedback to apply-

ing researchers from the patient reviewers’ perspectives. However,

this issue demonstrates that effects to become evident on this cul-

tural domain take time, as such a shift is a long-haul process.

6.2.3 Issue 3: exploitation of patient reviewers’ experiential

knowledge

With respect to culture, many stakeholders, including DCS staff, SC

members, and patient reviewers, share the opinion that, to converse

at an equal level with each other, patient reviewers need to have

some know-how of the scientific process, basic knowledge of the

mechanisms of cancer, and be aware of current trends in oncological

research. According to a DCS-staff member, this basic knowledge

prevents patient reviewers from saying ‘foolish things’, thereby los-

ing their credibility and ‘the goodwill’ of the SC. A number of pa-

tient reviewers attended an external training on epistemological

issues specifically tailored for this audience to feel sufficiently

equipped for their proposal appraisal tasks.

Other stakeholders emphasized that patient reviewers also need

a ‘backpack’, consisting of patient experiences, to inform them

when assessing grant proposals. Similarly, in both interviews and

during the assessment meetings SC members warned patient

reviewers not to use scientific arguments to assess grant proposals.

The project team therefore aimed to encourage patient reviewers to

tap into their experiential knowledge rather than professionalize

them regarding oncological research. For this purpose, the work-

shop ‘Connect with a broader patient perspective’ was designed to

make patient reviewers aware of the need to regularly calibrate their

patient perspective by expanding their ‘backpack’ of fellow patient

experiences. However, due to time and organizational constraints,

this workshop was postponed: it will become part of the support

program for patient reviewers in 2018. Additionally, in the work-

shop with patient reviewers the need for a limited term was recog-

nized: similar to the SC from 2018 onwards, new members will be

invited to the PAC for a maximum of six years.

Analyzing this issue, the value of experiential knowledge was

emphasized. The necessity to support patient reviewers in

articulating this knowledge was acknowledged by team PI.

Especially in an environment inclined to highly value scientific

knowledge and with patient reviewers gaining confidence through

scientific training to converse with the SC on an appropriate level,

experiential knowledge runs the risk of undervaluation. The diffi-

culty to establish such a cultural change at DCS was illustrated as

stakeholders outside of team PI seemed less aware of this issue.

7. Discussion

7.1 Contextualization of research findings
This research aimed at unraveling systemic factors influencing the

embedding of meaningful patient involvement in proposal appraisal.

By providing a detailed account of the developments at DCS, two

overarching observations can be made. First, the changes in the

structural domain at DCS are substantial. With the aid of adjusted

forms, rules, and regulations, the PAC’s position within the organ-

ization is firmly established and the patients’ perspectives are offi-

cially represented in the SC. Li et al. (2015) have described similar

emphasis on the structural aspects of patient involvement in health

policy decision-making: ‘[. . .] our findings reveal that there is a pre-

vailing belief among decision-makers that such activities must meet

robust design criteria to be considered a credible information source

[. . .]’. Second, it has become apparent that an accompanying cul-

tural change among all stakeholders at DCS is required, but that the

effects of interventions aimed at this domain are less evident. The or-

ganizational context, with a tendency to structure daily work into

standardized protocols and regulations, can be described as bureau-

cratic following Westrum’s typology (Westrum 2004). Possibly, this

also complicated reflexive discussions regarding the nature of stake-

holders’ contributions. This may have hampered changes in daily

routines and practices (practical domain) of patient involvement in

proposal appraisal. The three issues described in the results section

of this article support this analysis.

For example, the first issue illustrates how the positivist orienta-

tion of oncological research is traditionally prevalent at DCS, and

how this seems to be at odds with the subjective nature of experien-

tial knowledge The PAC-members were asked, on the basis of their

experiential knowledge, to help assess the appropriateness or rele-

vance of research questions; the acceptability of research procedures

and research instruments to patients; and the acceptability of treat-

ments and interventions to patients. This perspective of the PAC-

members provided a complementary view to the proposal assess-

ment process. As patient reviewers assessed the proposals on these

issues in their personal capacity, explicitly not representing a larger

patient community, the individuality of their experiential knowledge

was highlighted. On the other hand, the interventions contributed to

better formulated assessments and more consistency in the weighing

of the assessment criteria, but limited the flexibility of patient

reviewers to diverge from these criteria. In this respect, one may

question to what extent the involved stakeholders, including the pa-

tient reviewers themselves, were trying to fit the subjective experien-

tial knowledge into the (bio)medical research paradigm. In other

words, we observed how the (bio)medical research paradigm per-

vades within a research funding agency preventing integration of the

subjective experiential knowledge brought in by patients. Similar

tensions between the current research paradigm and the flexibility

needed to acknowledge experiential knowledge in oncological re-

search have been described (Gray et al. 2000; Saunders et al. 2007),

as patient representatives themselves have been concerned about the
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representativeness of their involvement (O’Shea et al. 2017).

Solutions have often been sought by increasing standardization,

training of involved patients to reduce the subjectivity of experien-

tial knowledge, and improving representativeness of participants

(Andejeski et al. 2002; Saunders et al. 2007; Li et al. 2015).

However, acknowledging the subjectivity of experiential knowledge

could aid the knowledge co-creation process, especially in contexts

where robustness of the assessment process is a criterion for the

credibility of patient involvement (Pittens 2013; Li et al. 2015).

Implementation of this notion in the assessment structure requires

reflexivity of the stakeholders to acknowledge the different know-

ledge types. Using the workshop method on knowledge spaces

described by (Gibson et al. 2017) could be helpful to enhance this

collective reflexivity among all stakeholders, by explicating the four

different dimensions of knowledge exchange. We hypothesize that

in such an endeavour, the desire of PAC members to move towards

more expressive action and the goal of DCS to become an organiza-

tion open to change, would visualize clearly. Amongst researchers,

for example those supported by DCS and who involve patients in

their research agenda setting and/or research conduct, the Patient

Involvement Impact Assessment Framework (PiiAF) might be a very

helpful tool to enhance this reflexivity. PiiAF aids in formulating

stakeholders’ values regarding patient involvement, and manage

diverging values (Popay and Collins 2014).

The second issue highlights that, in DCS’ new requirements to

fund proposals, scientific arguments are complemented with the

patients’ perspectives. However, in terms of ‘influence,’ the PAC has

had little measurable effect on the funding decisions (Li et al. 2015).

This finding corresponds to research by Andejeski et al. (2002), who

similarly claim that, upon quantitative analysis, patient involvement

in proposal appraisal does not alter which research gets funded.

Although the effects of the interventions on the cultural level are less

measurable, they are not less valuable. Explicit attention to and re-

flexivity regarding the attitudes and values of participants aids in

realizing a truly equal dialogue, especially when the PAC and SC

contribute incongruent assessments (Boaz et al. 2016). In this light,

we agree with the conclusion by Staley and Doherty (2016) that ‘the

information from patients does not [..] need to function as ‘evidence’

in the same way as the clinical and economic data [..]. It is better

understood as an interpretive tool to aid [scientific reviewers] in

their evaluation and deliberation of the existing clinical and eco-

nomic data –it enables them to consider this evidence ‘in a different

light’’ (p. 9) (Staley and Doherty 2016). Team PI has taken on the

challenge of operationalizing these recommendations into concrete

interventions taking place beyond the temporal scope of this article.

The third issue demonstrates the pressure on patient reviewers to

adjust to the scientific dialogue. This phenomenon has been

described as proto-professionalism in research and healthcare ser-

vice development (Caron-Flinterman et al. 2005; El Enany et al.

2013). Although team PI was aware of the necessity of a cultural

shift on this issue, other DCS-staff and SC-members seemed less

inclined to acknowledge this. Possibly, the needed reflexive practices

regarding the patient perspective were undermined by the structure-

laden nature of the organization, as flexibility is required to imple-

ment the results of this discourse. Similarly, Boaz et al. (2016) argue

that ‘the focus on the hardware of engagement (the how to, meth-

ods, approaches, guidelines, etc.) rather than the software of values,

norms and codes that shape scientific practice helps to explain how

the policy to promote [Patient and Public Involvement] has made lit-

tle impact on the attitudes of academic researchers’. Our findings il-

lustrate that leadership is required to achieve this cultural change:

the attitude of the assessment-meeting chair is particularly import-

ant in facilitating an equal dialogue between the stakeholders. Also,

the need for neutral and independent facilitation of heterogeneous

meetings corroborates research by (Rowe and Frewer 2000) on the

process requirements of effective patient involvement.

7.2 Generalizability of research findings beyond the

organizational context and proposal appraisal
This research is based on a single case study, analyzed over a pro-

longed period of time (2.5 years). However, we argue that our find-

ings are applicable beyond the organization studied, and partly also

beyond the limits of proposal appraisal in the research cycle. By dis-

tinguishing between systemic barriers in culture, structure, and prac-

tice versus contingencies, three overarching issues could be

discerned analytically.

First, the incompatibility of the objectivity-focused positivist re-

search paradigm with the subjective nature of patient expertise was

repeatedly highlighted in this case study. We can state that this para-

digm is prevalent throughout health research conduct and decision-

making structures and the paradigm has been criticized for its neg-

lect of patient perspectives (Darlenski et al. 2010; Rosner 2012).

This study both unravels the real-world implications of such a

prevalent paradigm in the decision-making structures of a research

funding agency, and explains the difficulty to change such struc-

tures. We argue that these insights are valuable for other research

funding organizations and may also be applicable to other patient

involvement activities (not involving proposal appraisal).

Second, the influence of patient reviewers in the proposal assess-

ments was examined in this case study. We acknowledge that there

is a difference between quantifiable impact of patient involvement

as described by Li et al. (2015) and Andejeski et al. (2002), and a

focus on insight rather than impact as highlighted by Staley and

Doherty (2016); Li et al. 2015; Andejeski et al. 2002). In our study,

the quantifiable impact of the patient reviewers can be described as

limited, whereas the insights they provided in the SC-assessment

meetings left important traces in the organization. We consider this

finding relevant mainly for other health research funding agencies as

it may affect their evaluation measures of patient involvement in

proposal appraisal.

Last, the pressure on patient reviewers to adjust to the scientific

social norms has been observed in other instances of patient involve-

ment in health research (Schölvinck et al. in press). In attempts to

enhance stakeholders’ reflexivity regarding this issue, it would be

interesting to further explore the role of leadership in achieving such

a cultural change.

7.3 Methodological considerations
Patient involvement in proposal appraisal at DCS was studied by

analyzing the role and performance of the PAC. The RMA method-

ology provided the project team with the opportunity to closely

examine the dynamics between the various actors and the system in

which they operate. The monitor was frequently present at numer-

ous (in)formal meetings and discussions for 2.5 years, enhancing

trust and confidence with all relevant stakeholders. The action-

oriented, yet reflexive research approach provided insights on recur-

ring patterns in the system innovation; interventions were designed,

executed, and evaluated in collaboration with the project team. As

such, systemic factors influencing the system innovation could be

distinguished from contingencies.
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However, the closeness of the monitor to the organization can also

be characterized as a methodological limitation to the study; it required

effort to zoom out of the day-to-day business to identify the systemic

factors influencing the innovation. Regular and explicit moments of

process reflection during the course of the study were needed to pro-

vide sufficient detachment from daily practical concerns. Similarly, a

fruitful collaboration between the monitor and the team PI existed in

which constructive feedback was appreciated, whilst all stakeholders

acknowledged the constraining and enabling contextual factors.

However, a much stronger stand—in which the monitor would

have taken a little bit more a confrontational stand—on the need

for activities enhancing reflexivity throughout the organization

could have supported the system innovation more effectively.

Although encouraging all stakeholders (including DCS-staff other

than team PI) to reflect on their role and position in a system is

theoretically an explicit component of the employed methodology,

it proved difficult to organize this in a bureaucratic organization.

Recognition of this propensity and explicit attention to its

consequences may aid in incorporating the patient perspective

more meaningfully in proposal appraisal.

8. Conclusion

DCS has successfully implemented several structural adjustments

reinforcing the patients’ perspectives in proposal appraisal.

However, an excessive focus on the structural domain systematic-

ally reproduces the danger of tokenistic patient involvement.

Therefore, the cultural domain was addressed too, as both

domains can fuel a practical change in working routines and hab-

its. However, the effects of the efforts on the cultural domain take

longer to materialize, possibly due to the bureaucratic context.

We argue that more reflexivity is needed to incorporate patient

involvement into the ‘DNA’ of all stakeholders. Emphasis on rules

and regulations at an organization should be considered a starting

point and backbone of the system’s innovation, rather than a

context-bound factor.
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