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Chapter 3

  

ABSTRACT  

Background Different strategies by which pa�ents can be involved in research include 

consulta�on, control and collabora�on. This ar�cle focuses on collabora�on within research 

teams and considers this with reference to a research project about se�ng a social-scien�fic 

agenda for health research from the perspec�ves of pa�ents with a chronic kidney disease 

(CKD). 

Objec�ve  To examine the dynamics and dialogues in a collabora�on between pa�ent 

research partners and professional researchers. 

Design  A responsive methodology was used in the  research  project. Two pa�ent 

research partners par�cipated in the research team. Twenty-seven pa�ents with CKD and 

parents of young children with CKD were interviewed, seven focus groups were organized and 

observa�ons were held at a dialysis centre. 

Results  During the collabora�on, the research partners and professional  researchers 

engaged in a mutual learning process  in  all stages of the project. The professional researchers 

gave the research partners a sense of ownership in the research process. The research 

partners could relate to the lives of pa�ents by using their experien�al knowledge. In the 

context of collabora�ve working, this helped shape an agenda for research. 

Conclusion and discussion  The ac�ve involvement of pa�ents as research partners can add 

value to a research strategy, especially when research partners and professional researchers 

engage in a dialogue that is open, inclusive and delibera�ve. Issues for discussion include the 

possibility of 'over-involvement', the research profile and training of research partners and 

whether par�cipa�on of pa�ents is restricted to certain types of research. 

  

3.1 INTRODUCTION: CONSULTATION, CONTROL AND COLLABORATION 

Recently, the involvement of pa�ents in health research has been gaining ground. Besides 

qualita�ve, pragma�c and poli�cal considera�ons, norma�ve arguments lie at the core of this 

development. Pa�ents are the end-users and are thus considered stakeholders in research. 

Their perspec�ves and experien�al knowledge can contribute to the research process (Abma, 

2006; Abma & Broerse, 2010; Caron-Flinterman, 2005; Nolan, Hanson, Grant, & Keady, 2007) 

and  thus lead to research that beter relates to pa�ents' needs and expecta�ons (Cousins & 

Whitmore, 1998; Dieppe, 2000; Entwistle, Renfrew, Yearley, Forrester, & Lamont, 1998; 

Faulkner & Thomas, 2002; Goodare & Lockwood, 1999; White & Verhoef, 2005; Whitstock, 

2003; Williamson, 2001). Arnstein's (1969) par�cipa�on ladder discusses the different levels 

at which ci�zens gain increasing control or decision-making power in policy and prac�ce. In 

health research, this ladder has been adapted to encompass pa�ents' degrees of involvement 

(Abma, Nierse, & Widdershoven, 2009). Three  levels  of  par�cipa�on can be dis�nguished: 

consulta�on, control and collabora�on. 

Consulta�on is one of the commonest strategies for pa�ent inclusion. In some research 

agenda-se�ng projects, pa�ents par�cipated in advisory-type roles, sharing their views with 

researchers or research commitees. They also nominated research topics, for example in the 

areas of ulcera�ve (Oliver, 2006; Welfare, Colligan, Molyneux, Pearson, & Barton, 2006), 

cancer (Corner et al., 2007), asthma and COPD (Francisca Caron-Flinterman, Broerse, Teerling, 

& Bunders, 2005). In other studies, pa�ents were consulted on the design of clinical trials (Ali, 

Roffe, & Crome, 2006; Bradburn et al., 1995; Marsden & Bradburn, 2004; O’Connell & 

Mosconi, 2006). Some studies point at mismatches between the topics that pa�ents nominate 

for clinical research, those that clinicians and clinical researchers find important for further 

research, and current research prac�ce (Soanes, Gibson, Hannan, & Bayliss, 2003; Tallon, 

Chard, & Dieppe, 2000; Underwood et al., 2008). In the United Kingdom, the James Lind 

Alliance was established to address such mismatches. The par�cipa�on of vulnerable, o�en 

marginalized or underrepresented groups in  research  breaks new ground. In research 

involving elderly people and people with learning disabili�es or mental health problems, there 

is a trend towards incorpora�ng their views and experiences into the research (Hellström, 

Nolan, Nordenfelt, & Lundh, 2007; Knox, Mok, & Parmenter, 2000; McVilly, Stancliffe, 
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Parmenter, & Burton-Smith, 2006; Mertens, 2002; Munford, Sanders, Veitch, & Conder, 2008; 

Richardson, 2000; Thomas & Bracken, 2005).  

Control means that pa�ents have the prime decision-making power over all strategic choices 

in research. In some studies, pa�ents help formulate a research bid and decide on the research 

and methodologies (Buckley, Grant, Firkins, Greene, & Frankau, 2007; Staniszewska, Jones, 

Newburn, & Marshall, 2007). Pa�ents or their family members also act as entrepreneurs, for 

example in the Duchenne parent project (htp:// www.Duchenne.nl) and PXE Interna�onal 

(htp://www.pxe.org) by raising money and se�ng up blood banks. 

Although consulta�on and control differ in  the degree of par�cipa�on, in both instances, 

there is one party that takes the lead in the interac�on. Either the researchers are in charge 

by formula�ng ques�ons to which pa�ents can respond (consulta�on), or the pa�ents are in 

charge by determining the research (control). This is not to say that itera�ve contacts between 

pa�ents and researchers do not exist. There are situa�ons where pa�ents control some 

research, and engage with researchers who conduct the work, under guidance of the pa�ents. 

The point is that the ownership lies in the hands of one actor and that dialogue and interac�on 

are kept to a minimum. This is quite different in the case of collabora�on, where pa�ents are 

as 'co-researchers' involved in all stages of the research process, sharing control and co-

labouring on an equal basis with academic researchers in a going process of dialogue and 

interac�on. Few studies describe this degree of par�cipa�on. Examples are studies on 

migraine (Belam et al., 2005), cancer (Wright, Corner, Hopkinson, & Foster, 2006; Wright, 

Hopkinson, Corner, & Foster, 2006), learning disabili�es (Abell et al., 2007), schizophrenia 

(Schneider et al., 2004), spinal cord injuries (Abma, 2005a) and rheuma�c disorders (Hewlet 

et al., 2006; Kirwan et al., 2007; Shea et al., 2005). Some examples also exist outside health 

research, for instance involving community members as research partners (Denner, Cooper, 

Lopez, & Dunbar, 1999), especially members of par�cular linguis�c groups (Westhues et al., 

2008) and former sex workers (Benoit, Jansson, Millar, & Phillips, 2005). However, most of this 

literature focuses on the substan�ve results; less aten�on is paid to the process of 

par�cipa�on from the perspec�ves of the insiders. 

The aim of this ar�cle is to specifically examine the dynamics and dialogues that emerge in the 

collabora�on between pa�ent research partners and professional researchers within the 

  

research team, where different perspec�ves, experiences and opinions are brought to the 

table. Instead of rigidly adhering to the dominant scien�fic paradigm and academic jargon, 

the team members find themselves searching for and probing new ways of collabora�ng. In 

this process, dialogue can be seen as a force and forum for democra�za�on (Abma, 2001; 

Greene, 2006; Ryan & Destefano, 2001); that is, an open, delibera�ve and inclusive dialogue 

improves the democra�c quality of decisions about the research process and interpreta�on 

of results. It can also serve as a forum for reconsidera�on and reflec�on (Abma, 2001; 

Karlsson, 2001). 

In this ar�cle, these no�ons of dialogue are examined further via the case of a research 

agenda-se�ng project in which pa�ent research partners and professional researchers co-

operated. The 'research partners' we refer to were involved in the project because of their 

personal experiences with chronic kidney disease (CKD), whilst the 'professional researchers' 

were involved by virtue of their employment at the university. The goals of the project were 

to formulate an agenda for social–scien�fic research from the perspec�ve of pa�ents with 

CKD and to develop a methodology to involve pa�ent research partners in all stages of the 

research process. First, we describe the background of the research project and the 

methodology. We then focus on the collabora�on in the research team, examining how a 

dialogue emerged, what was discussed and what added value this dialogue brought about. By 

doing so, we shed light on both the enhancement of the quality of the data as a result of the 

collabora�on between pa�ents and professionals, and the rela�onal dynamics  of their 

collabora�on. 

 

3.2 CASE STUDY: AN AGENDA FOR SOCIAL–SCIENTIfiC RESEARCH ON CHRONIC KIDNEY DISEASE 

The agenda-se�ng project, aiming at formula�ng a research agenda from the perspec�ves of 

pa�ents with CKD, was carried out in Maastricht University and the Dutch Associa�on of 

Kidney Pa�ents (Nierpa�ënten Vereniging Nederland) from December 2005 un�l February 

2007. The pa�ent associa�on was established in 1977 to protect the interests of pa�ents who 

underwent dialysis and kidney transplant as well as their partners and families. It has 

approximately 7200 members when compared with the 13 176 pa�ents who received renal 

replacement therapy – i.e. dialysis or a kidney transplant – in 2008 in the Netherlands (Dutch 
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Renal Replacement Registry, Renine). It is largely run by volunteers who are pa�ents with CKD 

and their partners or families. The Dutch Kidney Founda�on (Niers�ch�ng Nederland), which 

ini�ated and funded the project, was established in 1968 and financially supports the pa�ent 

associa�on. Its other main tasks include financing biomedical research on nephrology, 

improving pa�ent care, and trea�ng and pre- ven�ng kidney disease (Alexander, 1999). 

The premise was that the involvement of pa�ents with CKD would enable the setup of an 

agenda for social–scien�fic research that legi�mately reflects the experiences of pa�ents in 

their daily lives. The result was indeed an agenda related to 27 cri�cal moments in the lives of 

pa�ents with CKD and ques�ons for research. 

 

3.3 RESPONSIVE RESEARCH 

The research design was based on the responsive methodology originally developed as an 

approach in evalua�on studies. It aims to enhance personal and mutual understanding of a 

situa�on by fostering dialogue about relevant issues among various stakeholders (Abma, 

2005b; Abma et al., 2001; Abma & Widdershoven, 2005; Greene, 2001; Guba & Lincoln, 1989; 

Koch, 1994, 1996, 2000; Schwandt, 2001; Stake, 1975). It was adopted for this project to 

involve pa�ents with CKD in developing a research agenda and to establish a dialogue 

between professional researchers and pa�ents. The methodology was refined and validated 

in other research agenda-se�ng projects, for example on spinal cord injuries (Abma, 2005a; 

Abma & Broerse, 2010; Abma et al., 2009).  

A responsive methodology follows an emergent design and o�en integrates qualita�ve and 

quan�ta�ve research methods. In the project here, we chose to use only qualita�ve 

techniques to elicit the research agenda from the perspec�ve of pa�ents. Both the pa�ent 

research partners and the professional researchers were ac�vely involved in every research 

ac�vity (Table 1). The co-analysis of the in-depth interviews and group interview resulted in a 

list of possible research topics, which were then further discussed and priori�zed in focus 

groups of pa�ents with  CKD. Addi�onal focus groups later translated the priori�zed topics 

into concrete research ques�ons. To facilitate contact with difficult-to-reach respondents (e.g. 

elderly people, very ill pa�ents), observa�ons and informal interviews were held at two 

dialysis centres. The pa�ent research partners also collaborated in the wri�ng process. 

  

An induc�ve, content analysis of the inter- views was performed in line with the Grounded 

Theory approach (Charmaz, 2005). First, each en�re interview was read to iden�fy emerging 

(sub)themes. Labels were atached to the text parts related to  a specific (sub)theme. Any new 

emerging themes were added to the process of labelling and analysis and adopted to the 

interviews analysed previously. In a next step, the data of the different interviews were 

grouped into clusters based on the main emerging (sub)themes in the interviews. Given the 

par�cipatory aims, we ac�vely involved the par�cipants of the focus groups in this process of 

categoriza�on and clustering by presen�ng them the themes from the interviews, asking them 

to further deepen and broaden the ini�al set of themes, and invi�ng them to search for 

rela�ons between the themes. This cyclical, hermeneu�c-dialec�c process helps to prevent 

bias and adds to the valida�on of findings (Guba & Lincoln, 1989). 

 

Table 3.1 Methods used for data collec�on stage and the involvement of pa�ent 
research partners.  

Method for data 
collec�on 

Number of respondents / 
par�cipants (total) 

Involvement of pa�ent 
research partners 

In-depth interviews  27 respondents Co interviewer, analyst, 
writer 

Group interview  1 group interview; 3 
par�cipants (teenagers) 

Co moderator, analyst, 
writer 

Focusgroups for 
priori�zing research 
topics 

2 focusgroups; 19 par�cipants  Co moderator, analyst, 
writer  

Focusgroups for 
formula�ng research 
ques�ons 

5 focusgroups; 36 par�cipants  Co moderator, analyst, 
writer 

Par�cipant observa�on Observa�ons and informal 
talks at 2 dialysis centres  

Co par�cipant observer, 
analyst, writer 
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Table 3.1 Methods used for data collec�on stage and the involvement of pa�ent 
research partners.  

Method for data 
collec�on 
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par�cipants (total) 

Involvement of pa�ent 
research partners 
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Co moderator, analyst, 
writer 

Focusgroups for 
priori�zing research 
topics 

2 focusgroups; 19 par�cipants  Co moderator, analyst, 
writer  

Focusgroups for 
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writer 
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talks at 2 dialysis centres  

Co par�cipant observer, 
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A responsive methodology is related to par�cipatory research approaches, but places more 

emphasis on dialogue and rela�onal empowerment. In par�cipatory research, collabora�on 

in the research process with pa�ents, consumers or 'users' can be characterized in terms of 

control over that process (Cousins & Whitmore, 1998; Reason, 1994; Thesen & Kuzel, 1999). 

In contrast, a responsive methodology emphasizes the use of dialogue to facilitate 

collabora�on between pa�ents and professionals. It creates space for the exchange of 

perspec�ves, opinions and experiences, and for possible controversies, contradic�ons and 

ambigui�es (Abma, 2001; Abma et al., 2009). It values this diversity, rather than expec�ng a 

priori agreement between par�es. 

Par�cipatory research o�en aims at empowering vulnerable and marginalized groups (French 

& Swain, 1997; Mertens, 1995). A responsive methodology shares this goal, but regards 

empowerment as a mutual process. 'Rela�onal empowerment' (VanderPlaat, 1999) should 

not be understood as a transfer of control from the 'empowerer' to those in need of 

empowerment. Rather, it demands mutual acknowledgement that everyone is involved in 

construc�ng knowledge in research and that everyone enters with an open mind and can 

change during the process (VanderPlaat, 1999). All are both object and subject in the 

empowerment process. 

Finally, in par�cipatory research, the professional researcher acts as a coach or facilitator who 

delegates power and supports pa�ent research partners in carrying out the research ac�vi�es 

themselves (Cousins & Whitmore, 1998; Kemmis & McTaggart, 2005). Ul�mately,  pa�ents are 

in control. A responsive methodology, however, places more emphasis on the exchange of 

perspec�ves between pa�ents and professionals to bring about a mutual learning process. 

The professional researcher, far from being a distant party, is also involved in this dialogical 

process, not solely as the coach of a vulnerable party, but rather as a facilitator of the dialogue 

between all who are involved in the process (Karlsson, 2001; Schwandt, 2001). Pa�ents and 

professionals thus share control  and collaborate. 

Table 2 summarizes the central no�ons of a responsive methodology and translates them into 

the collabora�on with research partners (Abma, 2005b; Abma & Broerse, 2010; Abma et al., 

2009).  

 

  

Table 3.2 Central methodological no�ons in a responsive research design (based on 
(Abma & Broerse, 2010; Abma et al., 2009; Guba & Lincoln, 1989)).  

Central no�on in a 
responsive methodology 

Transla�on to the collabora�on with research 
partners  

Start with stakeholder 
group with least influence 

Pa�ent research partners are involved in the design 
of the research and in the way the research ac�vi�es 
are organized. 

Focus on experien�al 
knowledge 

Pa�ent research partners share their experien�al 
knowledge with the professional researchers 
throughout the research process.  

Interac�on of stakeholders The interests of pa�ent research partners are 
included in the process. The research design can be 
renego�ated according to their needs and 
expecta�ons. 

Mutual learning Both pa�ent research partners and professional 
researchers change and develop new thoughts and 
ideas by interac�ng and listening to each other’s 
stories. 

Openness and respect Respect, openness, trust and involvement are 
s�mula�ng for a dialogical process in which pa�ent 
research partners and professional researchers 
mutually learn from each other. 

 

The university's Research Ethics Commitee indicated that the project did not need ethical 

approval as it did not involve invasive medical research. The respondents' prior permission 

was asked to record the interviews and focus groups, and the transcripts were anonymized. 

At the start of the interviews, respondents were informed that they could choose not to 

answer ques�ons or take a break if and when they wanted. At the start of the focus groups, 

par�cipants were also asked to treat the informa�on shared by their peers as confiden�al. 

Reports that were made of the individual interviews and focus groups by the research team 

were send to the respondents and par�cipants, in order to give them the opportunity to 

respond. Such member checks are considered as central in collabora�ve ac�on research as 

they do not only help to consensually validate findings, but also prevent exploita�on and hand 
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over some ownership and control to the par�cipants (Holian & Brooks, 2004). As pointed out, 

extra cri�cal ethical issues arise in the case of collabora�ve ac�on research (Zeni, 1998). 

Especially when it concerns the evalua�on of partnerships. Rela�onships and team work are 

complicated and a sound evalua�on even more sensi�ve. In our study, we dealt with this 

through the crea�on of  open,  equal and honest rela�onships, broad sharing of informa�on 

and crea�ng space for every voice to be heard (Holian & Brooks, 2004). In all our mee�ngs, 

we had moments when we reflected on the dynamics within the team. This was not obligatory, 

but we spontaneously shared experiences and emo�ons and analysed them together. No 

external researchers were present at these mee�ngs or in the evalua�on of the research 

process. 

Later we jointly decided to publish these findings. First in our research report and later in an 

ethno-drama with one of the research partners as first author (Schipper et al., 2010). A 

member of the Pa�ent Associa�on (who had a kidney disease herself) wrote a brochure about 

the research findings, which was especially aimed at pa�ents (Nierpa�ënten Vereniging & 

Niers�ch�ng, 2008). 

This ar�cle was also a coproduct of the whole research team although it was writen up by 

academic researchers. The research partners did however ac�vely par�cipate in the wri�ng 

process and gave feedback on earlier versions and stated that the dynamics and dialogue as 

described in this paper are recognizable to them (Guba & Lincoln, 1989). Part of the discussion 

was also whether or not to use real or fic�ve names. We all felt that we could be open about 

our team work and that it made no sense to use pseudonyms as we worked so closely 

together. We felt that the co-authorships reflected the partnership within the research team, 

and that it s�mulated all members of the research team to be open and willing to share their 

vulnerabili�es, insecuri�es and personal learning experiences during the research process. 

 

3.4 PREPARATIONS WITHIN THE RESEARCH TEAM 

The research team ini�ally consisted of three professional researchers, including the project 

leader. The pa�ent associa�on then recruited poten�al research partners from among its own 

members who did not hold an ac�ve role in the organiza�on. It made clear that the research 

partners would be expected to provide an 'authen�c' contribu�on (i.e. to share their own 

  

authen�c experien�al knowledge equally and freely rather than pursue an advocacy role for 

the associa�on). The project leader expected the research partners to be interested in 

research, preferably involved in all research phases, and aware of the experiences of other 

pa�ents with CKD besides themselves. The later was considered important as it would enable 

the  research partners to beter  approach  the research and interpret the results from a 

broader intersubjec�ve context. No other specific competences or educa�onal qualifica�ons 

were required of the research partners. They did not receive a formal research training 

beforehand. 

Job interviews were organized for three candidates. These interviews were informal in nature, 

dealing with the candidates' personal stories and their expecta�ons of the project. A�er the 

interviews, the project leader agreed with the pa�ent associa�on to admit two  (instead of 

one as planned) research partners to the research team. In this way, they could support and 

complement each other and their experien�al knowledge could be shared more prominently 

within the team. Both research partners expressed an interest in doing research, were able to 

invest the necessary �me and maintained many contacts with other pa�ents. One was a 

mother with a background in educa�on and a young child who had been diagnosed with 

kidney failure postbirth. The other was a woman with a background in psychology who had 

been diagnosed with a hereditary kidney disease and whose mother had CKD (Schipper, Abma, 

Hené, & Widdershoven, 2009). Although both were university educated, neither had research 

experience. 

The third interviewee was not selected because she had become ill recently and was very 

occupied with her own situa�on, especially because she also had to take on care assignments 

for her family apart from the job. It was concluded with her that there would be a high risk of 

becoming overburdened. 

The job interviews provided the research partners with a sense of being taken seriously and 

persuaded them of the relevance of their experien�al knowledge for the research project. One 

research partner later described this as follows: 
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“The job interview was quite surprising for me. It wasn't like 'the standard interviews' I had 

before. We spoke a lot about my situation, my experiences, my feelings, my expectations, 

my ambitions and my life. It was all about me and my family! The project leader was really 

interested in my experiences […] Telling my story and the story of my family raised my 

awareness and helped me realize I might have an added value for the research project given 

these experiences.” 

 

This illustrates that for a genuine dialogue to emerge, research partners have to be  made 

aware of their unique complementary role. In addi�on, certain fears or insecuri�es have to be 

addressed, for instance in rela�on to emo�onal and psychological (and possibly also physical) 

over-involvement (Schipper et al., 2010). It is therefore  important that the research partners 

feel safe and empowered to speak up. 

The loca�on of research team mee�ngs should provide an environment conducive to dialogue 

between its members (Hewlet et al., 2006). The research team thus jointly decided to hold 

these mee�ngs at a central loca�on close to the homes of the research partners, so that they 

could be organized frequently. 

During the ini�al mee�ngs, the team made concrete plans for research ac�vi�es, including the 

recruitment of pa�ents and the formula�on of an interview topic list. Informal talks and 

personal stories proved very instruc�ve during this stage; they helped the researchers gain an 

understanding of what it means to live with a kidney disease. The professional researchers 

were able to move from detachment and ignorance to involvement and awareness; they could 

beter relate to the problems of pa�ents with CKD and were beter prepared for the 

interviews. Based on their experiences, the research partners nominated new interview 

topics, like the possibility of being bullied at school, the impact of CKD on other family 

members, and insecuri�es related to hereditary kidney diseases. This also raised the 

researchers' awareness of the diversity of the pa�ent popula�on. 

In this stage, presenta�ons were also held to inform ac�ve members of the pa�ent associa�on 

about the project and gain feedback on the research proposal. During these presenta�ons, 

members took on the role of advisers, adding interview topics such as comorbidity. The 

  

presenta�ons were delivered jointly by a research partner and professional researcher,  which 

added to the credibility and legi�macy of the project. This is important in a project that aims 

to involve and engage pa�ents as co-owners. The research team further established contacts 

with the pa�ent associa�on's regional offices, in order that they might help recruit members 

for the interviews and focus groups. In sum, the dialogue between the research partners, 

pa�ent associa�on members and professional researchers resulted in genuine co-ownership 

of the project. 

 

3.5 PAIRED INTERVIEWING 

In the next phase, all the possible topics and ques�ons for social–scien�fic research were 

inventoried and priori�zed. Individual interviews, a group interview and focus groups were 

held, and par�cipant observa�on was carried  out (Table 2). The dialogue within the team took 

on a different dynamic in this stage. For the interviews, two pairs were formed consis�ng of a 

professional researcher and a pa�ent research partner. These con�nued as in�mate 

partnerships during the data collec�on phase. 

Concerning the recruitment of respondents, the research partners again stressed the 

importance of taking into account various dimensions of diversity, such as age. One suggested 

interviewing the parents of young children with CKD as well as teenagers, as their perspec�ves 

might differ from those of adults with CKD. She made it clear that condi�ons for dialogue with 

teenagers would require adjustments, rela�ng to asymmetry, possible distrust, hesita�on 

about speaking up and school commitments. The team therefore deliberately decided to 

organize a small group interview of girls (as the presence of boys might inhibit them). The 

research partner contacted parents in her own social network and asked them if they were 

willing to approach their daughters with CKD par�cipate in a group interview. The research 

partner took the lead in arranging this group interview and created a climate in which the girls 

felt secure about sharing their personal experiences, like their sensi�vity concerning their 

body image. The email contacts that the girls had established beforehand, the luxury lunch 

and the personal gi�s (earrings) that they received all contributed to an open atmosphere in 

which they felt appreciated. This should not be mistaken for the research partner having 

influenced their par�cipa�on in the research, as the lunch and gi�s were a surprise to the girls. 
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felt secure about sharing their personal experiences, like their sensi�vity concerning their 

body image. The email contacts that the girls had established beforehand, the luxury lunch 

and the personal gi�s (earrings) that they received all contributed to an open atmosphere in 

which they felt appreciated. This should not be mistaken for the research partner having 

influenced their par�cipa�on in the research, as the lunch and gi�s were a surprise to the girls. 
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It also helped that the research partner could relate to their problems, given her son's 

experiences. 

A dialogue within the team also emerged on how to conduct individual in-depth interviews 

with adult pa�ents and parents of young children with CKD. Before the pilot interviews, 

arrangements were made among the pairs about the introduc�on to the interview, the 

explana�on of the interviewers' backgrounds and involvement of the pa�ents as research 

partners, and the reassurance that both par�es would equally engage in asking ques�ons. For 

the research partners, these pilot interviews served as a means to learn by doing (i.e. to 

prac�ce technical skills like asking ques�ons and probing for answers). For the professional 

researchers, the pilot interviews were important in that they heard the pa�ent's en�re story, 

with all the emo�ons, insecuri�es, hopes and fears that it entailed. As a consequence, the 

pairs built up a partnership that proved very useful in the later stages of the research process. 

As in the mee�ng with the teenagers, the par�cipa�on of the research partners as 

interviewers also created an open atmosphere in which respondents felt their experiences 

were recognized. On occasion, respondents even directed ques�ons to the research partner, 

as illustrated by this interview fragment: 

 

Respondent: [My son is] a bit behind cognitively, for example in his perception of risks and 

of things that might happen. … But how is that with [your son]? Does he attend a regular 

school or a special school? 

Research partner: He attends a regular primary school, but [as a parent you notice] that he 

knows his body very well and when something happens, he can start worrying tremendously 

… 

Professional researcher: About the kidney transplant. Did either you or your husband ever 

consider donating one of your own kidneys to your son? 

Respondent: We were both screened, but we initially wanted to keep this option open for 

emergencies. So we later have a possibility to donate one of our kidneys … if his health really 

gets worse and he really needs it. And you? 

  

Research partner: We also decided to save our kidneys. 

Respondent: Yes […] if his transplanted kidney is rejected […] we'll have something to fall 

back on. 

 

This interac�on created a somewhat confusing situa�on for the professional researcher,  who 

felt le� out in this turn of the interview, and the research partner, who felt insecure about 

how to answer the respondent's ques�ons. On the other hand, this dynamic also shows that 

the rela�onship between the research partner  and the respondent became one of equals, in 

which both could exchange personal experiences and perspec�ves. During the interviews, 

respondents appeared to experience no barriers in explaining their stories when research 

partners were involved. In fact, they seemed to feel open, at ease, and understood by 

someone who had shared the same experience. 

 

3.6 CO-ANALYSIS AND CO-WRITING 

A�er the interviews, which took place at the respondents' homes, the research partner and 

researcher usually travelled together by bus or train. During this �me, they shared their 

impressions and experiences of the interview, which gave rise to the first 'informal' analyses 

of the interviews. Both researchers were able to start iden�fying the main issues from the 

interviews and checking whether they agreed on or could add to these. This fostered a mutual 

learning process. Later, the transcripts were read independently by the other members of the 

research team (i.e. the other interview pair and the project leader). This form of check-coding 

(Meadows & Morse, 2001), meaning that more researchers were involved in the process of 

data analysis, helped prevent possible over-iden�fica�on with the respondents' story. 

On one occasion, an interes�ng dialogue emerged during an informal conversa�on between 

the research partner and the professional researcher a�er visi�ng a dialysis centre. There they 

had seen pa�ents at their most vulnerable, mainly older people and people of non-Dutch 

ethnic backgrounds, hooked up to a dialysis machine and experiencing increasing fa�gue as a 

result of the treatment. When reflec�ng on their observa�ons a�erwards, the pair talked 

about the pa�ents' frailty, and how they had connected with the pa�ents in light of this. The 

139754_Christi Nierse_BNW.indd   86 01-11-19   15:57



87

COLLABORATION AND CO-OWNERSHIP IN RESEARCH 

  

It also helped that the research partner could relate to their problems, given her son's 

experiences. 

A dialogue within the team also emerged on how to conduct individual in-depth interviews 

with adult pa�ents and parents of young children with CKD. Before the pilot interviews, 

arrangements were made among the pairs about the introduc�on to the interview, the 

explana�on of the interviewers' backgrounds and involvement of the pa�ents as research 

partners, and the reassurance that both par�es would equally engage in asking ques�ons. For 

the research partners, these pilot interviews served as a means to learn by doing (i.e. to 

prac�ce technical skills like asking ques�ons and probing for answers). For the professional 

researchers, the pilot interviews were important in that they heard the pa�ent's en�re story, 

with all the emo�ons, insecuri�es, hopes and fears that it entailed. As a consequence, the 

pairs built up a partnership that proved very useful in the later stages of the research process. 

As in the mee�ng with the teenagers, the par�cipa�on of the research partners as 

interviewers also created an open atmosphere in which respondents felt their experiences 

were recognized. On occasion, respondents even directed ques�ons to the research partner, 

as illustrated by this interview fragment: 

 

Respondent: [My son is] a bit behind cognitively, for example in his perception of risks and 

of things that might happen. … But how is that with [your son]? Does he attend a regular 

school or a special school? 

Research partner: He attends a regular primary school, but [as a parent you notice] that he 

knows his body very well and when something happens, he can start worrying tremendously 

… 

Professional researcher: About the kidney transplant. Did either you or your husband ever 

consider donating one of your own kidneys to your son? 

Respondent: We were both screened, but we initially wanted to keep this option open for 

emergencies. So we later have a possibility to donate one of our kidneys … if his health really 

gets worse and he really needs it. And you? 

  

Research partner: We also decided to save our kidneys. 

Respondent: Yes […] if his transplanted kidney is rejected […] we'll have something to fall 

back on. 

 

This interac�on created a somewhat confusing situa�on for the professional researcher,  who 
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of the interviews. Both researchers were able to start iden�fying the main issues from the 

interviews and checking whether they agreed on or could add to these. This fostered a mutual 

learning process. Later, the transcripts were read independently by the other members of the 

research team (i.e. the other interview pair and the project leader). This form of check-coding 

(Meadows & Morse, 2001), meaning that more researchers were involved in the process of 

data analysis, helped prevent possible over-iden�fica�on with the respondents' story. 

On one occasion, an interes�ng dialogue emerged during an informal conversa�on between 

the research partner and the professional researcher a�er visi�ng a dialysis centre. There they 

had seen pa�ents at their most vulnerable, mainly older people and people of non-Dutch 

ethnic backgrounds, hooked up to a dialysis machine and experiencing increasing fa�gue as a 

result of the treatment. When reflec�ng on their observa�ons a�erwards, the pair talked 

about the pa�ents' frailty, and how they had connected with the pa�ents in light of this. The 

139754_Christi Nierse_BNW.indd   87 01-11-19   15:57



88

Chapter 3

  

researcher felt that her basic interviewing skills had helped her to make contact with people 

and ask open ques�ons about their situa�on. The research partner found it helpful that she 

knew what dialysis was and how burdening it can be for pa�ents. It became clear that both 

researchers felt empowered to approach pa�ents in this se�ng as a result of each other's 

presence. They shared the difficul�es of star�ng conversa�ons with vulnerable pa�ents, and 

views on the sober atmosphere and lack of interac�on between the nursing staff and pa�ents. 

The research partner could place this in perspec�ve; she knew other centres which were less 

depressing. The professional researcher could relate the conversa�ons to her previous 

experience of interviews. 

A�er finishing each interview, either the research partner or the professional researcher 

undertook the first full analysis of the interview. These analyses were subsequently discussed 

in the team mee�ngs. The team jointly developed a framework for analysis, in which aten�on 

was paid not just to derive themes that would eventually cons�tute research agenda topics. 

The research partners stressed the life context in which respondents had men�oned various  

issues, and in doing so drew aten�on to the cri�cal moments in pa�ents' lives and illnesses, 

the accompanying feelings and emo�ons, and the values that were at stake at these moments. 

They could relate to the pa�ents' personal circumstances and o�en provided a richer, more 

metaphorical interpreta�on of the pa�ents' stories. For example, they explained the 

importance for many pa�ents of celebra�ng the day of their kidney transplant as a birthday, 

the day of  a 'new beginning'. The research partners were able to assist the researchers in 

exploring the meaning of living with CKD. They also pointed to the interrelatedness of cri�cal 

moments, especially between issues in daily life and issues related to the medical aspects of 

kidney disease. For example, they further elaborated on the difficulty of dealing with a limited 

daily fluid intake when on dialysis and of maintaining social contacts. Mere lists of themes 

would be hard pressed to illuminate this complexity in the lives of pa�ents with CKD. The team 

therefore decided to include short life stories in the final report, such as an insider's story of 

a kidney pa�ent receiving haemodialysis, and a mother's perspec�ve of her young child's life 

with CKD. These were writen en�rely by the research partners. 

The dialogue that emerged during the analysis phase contributed to a research agenda which 

was not just a dry enumera�on of research  topics and ques�ons, but encompassed a more 

holis�c perspec�ve that was recognizable for pa�ents with CKD. This was later confirmed by 

  

comments from pa�ents with CKD and members of the pa�ent associa�on who had become 

commited to the research project. For example, a member of the pa�ent associa�on wrote a 

short, accessible version of the final report, financed by the Kidney Founda�on and distributed 

among members. 

 

3.7 DISCUSSION AND CONCLUSION 

Pa�ent par�cipa�on o�en means interviewing pa�ents in an effort to bring their views to the 

table. The researcher predefines the ques�ons, directs the analysis and draws conclusions, 

safeguarding the scien�fic quality of the research. However, assembling pa�ent views 

necessarily means neither that they genuinely influence the research process nor that the 

outcomes are relevant for pa�ents. Although consulta�on is a preferred alterna�ve to mere 

objec�fica�on, pa�ents' unique perspec�ves and voices can easily get lost in the researcher's 

interpreta�on of the outcomes, resul�ng in conclusions that are no longer recognizable for 

pa�ents. Researchers tend to overlook the complexity and capriciousness of living with a 

chronic disease, reducing the meaning of life experiences to abstract themes and models. 

Researchers can also easily overlook the prac�cal applicability and acceptability of the 

research outcomes in pa�ents' daily lives, or take this for granted (Blume, 2006; Bradburn et 

al., 1995; Oliver, 2006). As an alterna�ve, pa�ents and their family members have themselves 

taken up the role of researchers (Blume, 2006; Jamison, 1995) or are striving for more control 

by ini�a�ng and sponsoring research. 

In our project, we aimed to empower pa�ents, not by handing power over to them, but by 

including them as research partners in the en�re research process. By fostering open, inclusive 

and delibera�ve dialogue, pa�ent research partners as well as professional researchers can 

learn from one another's experiences and perspec�ves. A responsive methodology facilitates 

such a dialogue, because it is flexible, focuses on the involvement of pa�ents, and s�mulates 

mutual learning. 

In this ar�cle, we showed how a dialogue emerged within the research team, and how the 

interac�on and dynamics in the team shaped  that dialogue. In the prepara�ons of the  

research, this implied that the professional researchers had to invest in giving the pa�ent 

research partners ownership in the research process, by making them aware of the value of 
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safeguarding the scien�fic quality of the research. However, assembling pa�ent views 
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pa�ents. Researchers tend to overlook the complexity and capriciousness of living with a 
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Researchers can also easily overlook the prac�cal applicability and acceptability of the 
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their experien�al knowledge and addressing insecuri�es as well as expectancies of the 

research. In the stage of collec�ng data, the interac�on between the pa�ent research partners 

and professional researchers was fostered by the paired interviewing and discovery that both 

could learn from each other. 

The collabora�on of pa�ents in the team contributed to the quality of the substan�al findings 

as they noted the diversity within the pa�ent popula�on and related to the lives of pa�ents 

in the interviews, using their experien�al knowledge to probe. In the analysis of the data, 

dialogue between professional researchers and research partners resulted in more insights, 

and further emphasis on the context of the life world of pa�ents with CKD, their values and 

emo�ons. This yielded fuller, holis�c and meaningful interpreta�ons which showed the 

interrelatedness of topics on the research agenda. In sum, this dialogic process resulted in 

new perspec�ves on social aspects of living with CKD, laying the groundwork for a research 

programme that can help to meet pa�ents' needs. 

The research partners did not receive any formal research training but instead learned by 

doing. One could argue that this set them  back in the research process. Our experience in this 

project, however, showed that this prompted professional researchers to pay deliberate 

aten�on to their specific ideas and approaches. Yet, further research on training research 

partners is useful. Training could also increase the empowerment of pa�ents as research 

partners in a team, but we note that this should not stop professional researchers from 

educa�ng them- selves on the life world of pa�ents (Abma et al., 2009). 

An issue for discussion is whether the inclusion of pa�ent research partners will lead to over-

involvement or over-iden�fica�on. As shown, respondents connect with the research partner, 

some�mes by direc�ng ques�ons at them, other �mes more implicitly by simply sharing their 

personal experiences. Epistemologically, one can argue that pa�ents will 'go na�ve' if they 

over-iden�fy with fellow pa�ents and lose the necessary detachment to generate objec�ve 

informa�on. A hermeneu�c perspec�ve – on which our responsive methodology is based – 

sheds a different light, emphasizing that prejudices are inevitable and can be made produc�ve 

through ques�oning and scru�nizing them in dialogue (Abma & Widdershoven, 2005). This is 

exactly what we saw; the research partners brought their experiences and standpoints into 

play, and some�mes adjusted them in the conversa�ons with fellow pa�ents. Bias due to over-

  

iden�fica�on was reduced through the interac�on with the professional researchers, which 

resulted in reflec�on on the process as well as on the content of the interviews and focus 

groups. Bias was also reduced because the interviews and focus groups included many 

different pa�ents in terms of stage of illness, age, sex and ethnicity; the research partners 

themselves also differed in background and experience. Bias was finally prevented by way of 

a member check, check-coding and the hermeneu�c dialec�c process. 

Another issue for discussion concerns the backgrounds of the research partners. We selected 

candidates with experien�al knowledge as well as knowledge of and a social network among 

pa�ents. Both had academic backgrounds, which facilitated collabora�on with the 

researchers. We were cau�ous that their professional and university background would not 

overshadow their contributory exper�se as both sources were important for the project. In 

our team, we prevented this by constantly addressing their personal experiences ('How is your 

son lately?') in team mee�ngs. This appealed to their contributory knowledge and created 

conversa�on room for the integra�on of both knowledge bases. The whole team thus became 

more skilled in their ability to build bridges between science and society (Collins & Evans, 

2002).  

Finally, one may ques�on whether the inclusion and collabora�on of pa�ent research partners 

is not restricted to qualita�ve, prac�cal and service-oriented research. We contend that even 

in the case of fundamental research, it is worthwhile working with research partners, as they 

can help to frame ques�ons, set goals and interpret findings. Yet more research into this is 

needed. It is important not to take advantage of pa�ent research partners simply for the 

invisible work behind the scenes, such as recrui�ng pa�ents and holding interviews. 

Collabora�on means that pa�ents and researchers work together, jointly in control. It is the 

dialogue between the par�es that enriches research, produces new and unexpected 

outcomes and increases the co- ownership of findings. 
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