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Abstract

:

A key feature of inclusive research is the accessibility of research procedures to meaningfully engage people with intellectual disabilities in research processes. Creating accessible research procedures requires innovations in methods traditionally used in research. This paper describes how the Lifeline Interview Method by Assink and Schroots was adapted and implemented in a study using life story research to better understand the experiences of older adults with intellectual disabilities. Twelve adults with intellectual disabilities over the age of 50 participated between two and seven times in interviews about their life histories. The interviewer assisted in the construction of timelines of key events in the participants’ individual life stories, and the participants decorated their lifelines throughout the course of the interviews. The lifeline process was an effective tool to engage the participants in the research process, support participation, and provide access for people with intellectual disabilities to retrieve their life experiences. Challenges in the lifeline process included barriers to gathering sufficient information to construct timelines and gatekeepers withholding access to information.
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1. Introduction


1.1. Including People with Intellectual Disabilities in Research


The ability of people with intellectual disabilities to participate in research has traditionally been questioned, and much disability research has been conducted within an oppressive paradigm that conceptualizes disability as a problem and tragedy. Consequently, the voices of people with intellectual disabilities have long remained unheard, and other voices have been heard speaking for them (Atkinson and Walmsley 1999; Stone and Priestley 1996). Emancipatory approaches to disability research that engaged people with disabilities in research started to be articulated with the development of the social model of disability in the 1970s and 1980s (Stone and Priestley 1996). To bring the unknown about people with intellectual disabilities into the known and to provide information about their lives and experiences, research that included people with intellectual disabilities significantly increased in the 1990s (Beail and Williams 2014). This research used qualitative methods, as detailed below.




1.2. The Use of Qualitative Research Methods in Research with People with Intellectual Disabilities


Qualitative research methods are particularly well suited to collect data from people with intellectual disabilities, as their use is based on the assumption that all perspectives on an issue or event are inherently valuable and, potentially, credible and useful (Taylor and Bogdan 1998; Taylor et al. 1995). Qualitative methods have the potential to empower people with intellectual disabilities to insist that their experiences matter.



The first category of qualitative studies exploring the views and experiences of people with intellectual disabilities consisted of ethnographies and life histories that documented their lives (Grant and Ramcharan 2001). When conducting qualitative research with people with intellectual disabilities, the impact of an intellectual disability on participants’ ability to communicate does need to be considered, as does their ability to remember details about their lives (Beail and Williams 2014; Krisson et al. 2022; Vicari 2012). The challenge here is one of method (Booth and Booth 1996). Adaptations need to be made to qualitative research methods to enable people with intellectual disabilities to fully participate in research that addresses their lives and experiences (Booth and Booth 1996; Krisson et al. 2022). Creative and flexible research methods need to be developed that rely less on verbal communication or do not require verbal communication at all. Recent development of visual research methodologies has shown promise in empowering people with intellectual disabilities in research, for example, through using photographs, videos, and making drawings (Cluley 2017; Krisson et al. 2022; Rojas and Sanahuja 2012). Yet, more research is needed to explore and validate such inclusive research methods, an endeavor to which we aim to contribute with this paper (Krisson et al. 2022).




1.3. The Aim of This Paper


This paper reports on the development and implementation of a visual methodology to support life story research with older adults with intellectual disabilities through an adaptation of the Lifeline Interview Method by Assink and Schroots (2010). First, the paper provides a background on the application of life story research in bringing to light the experiences of people with intellectual disabilities and reviews considerations in using life story methodology with people with intellectual disabilities that helped inform this study. Then, the paper describes how the Lifeline Interview Method was adapted and how lifelines were used in a study with 12 older participants with intellectual disabilities. The paper concludes by analyzing the impact of using lifelines in research with people with intellectual disabilities and the implications of this work for future research.





2. Life Story Research


2.1. Life as a Story


Storytelling is a fundamental aspect of what it means to be human. People “story” their lives, who they are, and the world around them. Life stories are people’s accounts of their lives as a whole: past, present, and future; they allow people to feel as though their lives have a sense of unity and purpose and contain various scenes and scripts that together create a person’s identity (Basting 2009; Gubrium 2011; Kenyon and Randall 2001; McAdams 2001; Meininger 2001). Life stories do not develop in a vacuum. People’s lives are impacted by the structures and cultures of the societies they live in and the larger stories within those contexts. Structural dimensions such as social policies and distributions of power and wealth can constrain individuals as well as stunt their stories, silence their voices, and limit their sense of possibility (Gubrium 2011; Kenyon and Randall 2001; McAdams 2001). Sociocultural dimensions give meaning to what experiences are valued in societies, often creating disadvantages for both older and disabled people (Jönson and Taghizadeh Larsson 2021). Finally, people live their lives in networks of shared relationships, which means that stories exist to be shared with others and are shaped and entwined with other people’s stories and experiences (Gubrium 2011; Kenyon and Randall 2001; McAdams 2001).



Life stories are particularly important to older adults, as the longer their lives are, the more there is to tell (van Heumen 2021). The acknowledgement that how people feel about their lives is not only determined by what they experience today but also by what happened to them in the past and by their retrospective view on those life events has led to a body of research using the metaphor of life as story (McAdams 2001; Schroots and Birren 2001; Westerhof et al. 2001). Life story research has been adopted across disciplines as an umbrella term that includes different methodological approaches aimed at revealing the lives or segments of the lives of people. In addition to “life story research”, many different terms are used interchangeably, such as “life history work”, “biography”, “oral history”, “reminiscence”, “narrative analysis”, and “life review” (van Heumen 2021).



Gibson (2006) outlined the necessary approaches for researchers when undertaking life story research. They should listen actively and attend to the participants’ needs, be nonjudgmental, manage and be responsive to the participants’ expressions of emotion during the research, enjoy their stories, show interest in their past, and be disciplined about inserting themselves while being able to share their own thoughts if asked. Finally, researchers need to be able to reflect on and critically evaluate their own work and be able to accept feedback and offer feedback to others. These considerations are important for researchers who implement life story research with people with intellectual disabilities who have historically been marginalized in research and excluded from meaningful participation.




2.2. A Background on Life Story Research with People with Intellectual Disabilities


During the last 30 years, life story research has steadily become a prominent approach in research with people with intellectual disabilities, particularly in Europe (e.g., Atkinson et al. 2000; Atkinson et al. 1997; Atkinson and Walmsley 1999; Cadbury and Whitmore 2010; Goodley 1996; Hreinsdóttir et al. 2006; Hussain and Raczka 1997; Mee 2010; Roets et al. 2007; Roets et al. 2008; Roets and Van Hove 2003; Van Puyenbroeck and Maes 2004). Life story research with persons with intellectual disabilities has been mostly conducted through face-to-face interviews (Aspinall 2009). A life story of a person with an intellectual disability may chart an entire life or be a collection of small stories that express a person (Meininger 2006).



Three main perspectives undergird research conducted with the life stories of people with intellectual disabilities (Meininger 2003, 2005; Van Puyenbroeck and Maes 2008). In the critical approach, people with intellectual disabilities are supported to become aware of their past and take ownership of their life stories (Van Puyenbroeck and Maes 2008). The person-centered approach aims to inform individuals who provide everyday support about the needs of persons with an intellectual disability. This process consists of retelling and discussing life stories between people with intellectual disabilities, their family members, and staff and can include activities such as creating a life book (Aspinall 2009; Meininger 2003, 2005; van den Brandt-van Heek 2011; Van Puyenbroeck and Maes 2008). In the clinical approach, reminiscence is used as an alternative diagnostic instrument and counseling method for people with intellectual disabilities (Van Puyenbroeck and Maes 2008). The focus of this approach is not on empowerment but rather on dialectical understanding and relational intimacy.



Retrieving and sharing the life experiences of people with intellectual disabilities brings their disregarded lives to the foreground (Bornat 2002). Their life stories, like those of women, black people, and mental health survivors (Atkinson 2010), can recount their resilience and struggle against discrimination and exclusion (Goodley 1996; Hamilton and Atkinson 2009; Stefánsdóttir and Traustadóttir 2015). It can be empowering for people with intellectual disabilities to represent their own life experiences (Meininger 2006), and it can also allow for community building when common experiences are shared (Hamilton and Atkinson 2009). The process of sharing life stories may not only assist individuals with intellectual disabilities in processing difficult past life events, but it can also promote epistemological connections by highlighting the structures and forces through which people with intellectual disabilities have come to be seen as inferior. This process can highlight the impact of the social construction of intellectual disabilities on the everyday lives of people labeled as such (Hamilton and Atkinson 2009).



Much of the literature on life story research with people with intellectual disabilities reports on experiences of institutionalization (e.g., Cadbury and Whitmore 2010; Hamilton and Atkinson 2009; Hreinsdóttir et al. 2006; Mee 2010; Roets and Van Hove 2003), though many other topics such as community living and experiences with disability, relationships, and self-advocacy have been explored as well (Caldwell 2010; Lifshitz and Shahar 2022; Ledger et al. 2022). A small number of studies retrieved the experiences of adults with intellectual disabilities with aging (e.g., Burke et al. 2014; Brown and Gill 2009; David et al. 2015; Kåhlin et al. 2015; Neuman 2020). Life story research can provide important information about how older adults with intellectual disabilities experienced living with disabilities over time, how their earlier life experiences impact them today, and how they experience getting older (van Heumen 2021). Despite these important benefits of using life story research, there are challenges to implementing it with people with intellectual disabilities.




2.3. Challenges in Life Story Research with People with Intellectual Disabilities


One of the most important methodological issues in life story research concerns how to best collect information from people (Van Puyenbroeck and Maes 2008). Challenges include participants’ inarticulateness, unresponsiveness, and difficulties with the concept of time. These challenges are not unique to life story research with people who are labeled intellectually disabled but are more pronounced compared to life story research with people without this label (Atkinson and Walmsley 1999; Booth and Booth 1996; Schroots and Birren 2001). While strategies exist to address some of these challenges, they put limits on the important referential function of narrative, which is essentially a story in time (Booth and Booth 1996).



People with intellectual disabilities have little access to the written word and sometimes struggle with the spoken word as well (Atkinson et al. 1997). The concrete frame of reference typical for many people with intellectual disabilities can at times restrict their capacity to look back on their own lives with reflexivity (Booth and Booth 1996). People with intellectual disabilities may have some impairment of their memory and experience difficulty in providing details about their past, often confusing sequences of events (Aspinall 2009; Goodley 1996; Vicari 2012). They may also have a strong orientation toward the present and experience difficulties with dates, numbers, and the concept of time (Booth and Booth 1996; Sharp et al. 2001).



It has been argued that the challenges experienced by people with intellectual disabilities to understand time are indicative of lives that often lack the opportunities, life tasks, challenges, and milestones that people use to order their past and to mark the passage of time (Booth and Booth 1996). The implications of the challenges with time perception are less evident. It is unclear what the concept of time means to people with intellectual disabilities, whether they construct and structure their lives in chronological order of past–present–future, how they experience the present versus the past and the future, and whether they think and frame their lives in terms of stories.



Environmental influences impact the understanding of time, and it has been suggested that increasing the availability and reliability of external time cues in the immediate environment of persons with intellectual disabilities may improve time perception abilities (Owen and Wilson 2006). Owen and Wilson (2006) argue that time perception abilities are important as they “may reduce feelings of powerlessness and anxiety and increase feelings of self-efficacy and the individual’s sense of self as having a past, and a future” (p. 9).



Sources of bias are well documented within life story research as well. These include participants’ tendencies to misremember, rehearse a story, and/or, in some cases, lie. Checks for consistency between accounts of the same experience or event in different interviews have been one method suggested to address this bias (Goodley 1996). Additionally, oral historians have used personal stories alongside other sources of evidence (Manning 2010).



Finally, Goodley suggested that the question of whether people with intellectual disabilities are telling the “truth” when talking about their lives may be irrelevant (1996). It is more important to understand why people present their stories like they do. Ultimately, subjective experiences do not necessarily (need to) accurately reflect objective situations. This orientation is particularly important when it comes to life story research with people with intellectual disabilities, as they have historically been deemed “unreliable” research participants, and their perspectives have been dismissed.



Researchers have questioned how life story research is implemented with participants with intellectual disabilities. For example, as Henderson and Bigby (2017) aptly pointed out, almost every life story of a person with an intellectual disability is the result of a collaboration with an (often nondisabled) interviewer, with whom they have a unique relationship. The process of producing the life story through an interview tends to consist of a dialogue, but the product of the life story often takes the form of a monologue, centering the voice of the person with an intellectual disability. Henderson and Bigby (2017) warrant that attention needs to be paid closely to the process of amplifying the voice of people with intellectual disabilities in life story research and that delineating the roles played in the collaboration can promote self-reflexivity in this process. The ways in which researchers position themselves and reflect on their own functioning in the process of collecting, writing up, and presenting life stories are of crucial importance if they in any way strive toward an empowering approach (Goodley 1996). Additionally, there are important considerations of how to make the process of life story research more accessible for people with intellectual disabilities, as detailed below.




2.4. Making Life Story Research with People with Intellectual Disabilities More Accessible


Life story research is inherently inclusive, as it allows people to share their own stories. However, people with intellectual disabilities have had limited opportunities to share their life stories and to share in the stories of others like them in a way that is accessible to them. The acknowledgement that life story research is about more than the gathering of life stories and also includes the process of representing and sharing stories is particularly useful, as it acknowledges the importance of accessible dissemination of research that is about the lives of people with intellectual disabilities (McCormack 2020). Life stories of people with intellectual disabilities have almost exclusively been shared through text, such as books, articles, and reports, accessible to an audience with advanced literacy skills only (Aspinall 2009; Manning 2010).



Researchers have tried to develop strategies to make the process of life history research more inclusive and accessible for people with intellectual disabilities. Aspinall (2009) suggested that life stories be captured in different media, such as a photo album, an audio account, a video report, or a “memory box”, which contains objects to represent important memories, and recommended that the storyteller pick the medium. Aspinall also explored the use of multimedia life stories produced through computer technology. After working with a facilitator to retrieve and create the life story, persons with limited or no verbal communication presented their stories by pressing keys on a computer keyboard or another device. Aspinall advised that music and sounds can be included in multimedia life stories to make them an animated and personal experience. Finally, Aspinall observed that the design, presentation, and content of a life story can demonstrate the personality of the storyteller and that the storyteller should have full control over those elements of the life story. Manning (2010) also used digital storytelling to produce DVDs with text, sounds, and images to make the outcomes of life story research accessible for people with intellectual disabilities and of interest to a general audience.



McCormack (2020) conducted life story research with people with profound intellectual and multiple disabilities and explored opportunities for storytelling in the broadest sense, including embodied stories (e.g., through performance, gestures, and muscle memory), sensory and visual stories (e.g., through photos and objects), and stories of places (e.g., through geographical locations and mobile interviewing conducted through situated talking while being on the move) (Brown and Durrheim 2009). McCormack combined creative life history research approaches (such as examining personal archive materials and conducting conversational interviews with allies) with ethnographic approaches (such as developing relationships with participants and learning to understand their communication) and immersed themselves in the lives of three people with disabilities and their circles of support for 18 months. McCormack describes the intersection of the communication strengths of participants with intellectual disabilities, of how their communication is supported, and of the location of their stories as “participatory life story spaces”. In these spaces, McCormack sees opportunities to support inclusive life story research. When life story materials are constant, it is the characteristics of people, time, and the environment that promote people with profound and multiple disabilities to engage actively with their past.



People with intellectual disabilities have traditionally not been fully included in life story research as co-interviewers and investigators (Caldwell 2010). Additionally, their participation in data analysis and theory development has been limited (Nind 2008; Koenig 2012). Koenig (2012) reported on a project that involved people with intellectual disabilities in a reference group (accompanied by support staff and research staff) to co-construct theory through the shared analysis of life stories. Activities during the meetings included short inputs and presentations by the facilitator, small and plenary group discussions, open spaces, and group exercises. One life story was analyzed per meeting, and various scaffolded techniques were used to engage people with intellectual disabilities in the analysis. More research is needed to determine how to best engage people with intellectual disabilities in the collection, analysis, and dissemination of life story research.




2.5. The Use of Lifelines in Life Story Research


Another tool that can be used to make life story research more accessible for people with intellectual disabilities is lifelines, a tool we explored in this study. Lifelines have been used as a life story methodology as early as the 1980s. Lifelines visually depict the life events of individuals in chronological order and can include interpretations of life events. In some studies using lifelines, participants draw and label their lifelines; in other studies, the researchers produce the lifelines. The lifeline can be triangulated with other data collection methods to confirm and complete a life story. As a life story research technique, lifelines are developed over time and require repeated contact with research participants (Gramling and Carr 2004). Lifelines have been used in various ways in research with vulnerable groups, such as women who smoke crack (Boyd et al. 1998), incarcerated women (Hanks and Carr 2008), and people in the early stages of Alzheimer’s disease (Dienstag 2003).



The Lifeline Interview Method (LIM), developed by Assink, Schroots, and colleagues, is a comprehensive approach to using lifelines in life story research. The LIM aids in understanding how individuals organize and review their behavior across their lives and uses the metaphor of life as a footpath, representing the life journey from birth to death. The LIM consists of a semi-structured interview and combines a quantitative and qualitative approach.



The lifeline in the LIM consists of a visual, two-dimensional representation of the course of a person’s life, with time on the horizontal axis and impact on the vertical axis. In a LIM session, the interviewer asks the participant to demonstrate their perceptions of life visually by drawing a line representing the time from birth to the present age. After the participant draws the lifeline, the participant labels each peak and each dip by chronological age and explains what happened at these moments. After visualizing and describing the past, the future is explored in the same manner. The result of this procedure is a lifeline consisting of a series of life events organized in a chronological manner, representing the life story. The LIM’s strength is its self-pacing quality and nondirective nature (Assink and Schroots 2010; Schroots and Birren 2001). Despite the perceived benefits and visual nature of this method, it has not yet been applied in life story research with people with intellectual disabilities. The section below discusses how this method was adapted and implemented in a study with older people with intellectual disabilities.





3. An Adaptation of the Lifeline Interview Method


3.1. Study Overview


The goal of this study was to gain insight into the experiences of older people with intellectual disabilities with their social relations across their lives. As part of the study, an adaptation of the Lifeline Interview Method was developed and tested (Assink and Schroots 2010; Schroots and Birren 2001). The Institutional Review Board of the university of the principal investigator approved the study. Recruitment occurred through service agencies for people with intellectual disabilities in a metropolitan area of the United States. Twelve adults with intellectual disabilities who were at least 50 years old (six men and six women) and lived in various residential settings (such as a family home, a group home, or an apartment) participated in between two and seven in-depth semi-structured qualitative interviews, during which their social network maps were completed (Tracy and Whittaker 1990) and their life histories were recorded.



The study was designed to first complete a life history interview with each participant and a key support person who was selected by the participant, followed by individual interviews with each participant, during which a lifeline was created. Lifelines placed life histories within a historical context and mapped the sequences of key life events in the individual life histories of the participants (Caldwell 2010). The lifelines also served as a visual cue for participants and assisted non-intrusively during the interviews. Each interview lasted between 30 min and 2 h, and the interviews were conducted several days to two weeks apart, within a period of a month to six weeks. The multiple contacts with participants over prolonged periods of time strengthened rapport (Mactavish et al. 2000; Taylor and Bogdan 1998).



The interview recordings were transcribed verbatim. The different stages of data collection resulted in interrelated data pieces: interview transcripts, field notes, social network maps, lifelines, and a journal, which explored the researcher’s experiences during the research to draw upon later for analysis. Data analysis started with a case analysis, which used all these data pieces (Patton 2002). The case analysis resulted in 12 individual life stories that provided context to the subsequent thematic analysis of the interview transcripts (Braun and Clarke 2006). Discussions of the events presented on the lifelines were included in the interview transcripts, but the lifelines were not independently analyzed as a source of data, for example, by coding or categorizing events placed on the lifelines. Rather, lifelines were used as a visual tool to support the interviews. The findings of the study are reported in detail elsewhere. A few key highlights are that parents and siblings played an important role in facilitating positive experiences in the early lives of the study participants. Participants’ lives were disrupted as they reached young and middle adulthood by life course transitions, such as moving out of family homes and the deaths of parents. Additionally, participants’ well-being was negatively impacted by distressing social encounters they experienced throughout their lives. Finally, participants’ social well-being in later life was characterized by parallel sentiments of longing and belonging.




3.2. Key Support Persons


Researchers have to make decisions about how to best retrieve information from people with intellectual disabilities in research and facilitate appropriate support for participation. This study carefully navigated this issue. The use of joint interviews with family or staff is a prevalent research strategy to supplement data gained from participants with intellectual disabilities or to provide a secondary or confirmatory source of information (Caldwell 2014). This technique can be problematic, as it has the potential for proxy or facilitated responses to suppress the voices of persons with intellectual disabilities (Caldwell 2014; Goodley 1997; Goodley and Rapley 2002; Rodgers 1999).



This study used the method of dyadic interviewing, as it carefully considered the selection and purpose of the involvement of a support person. A key feature of dyadic interviewing is that the participant with an intellectual disability identifies the key support person of their choice. According to Caldwell (2014, p. 11), this approach “removes an element of paternalism on the part of the researcher and facilitates the role of those individuals with intellectual disabilities in the research as having choice and a voice in how they are represented”. The strength of this approach is that it acknowledges interdependence as a central feature of human relationships (McCormack 2020). This acknowledgement allows for accommodations that facilitate the participation of people with intellectual disabilities in research (Caldwell 2014).



The study participants picked staff, family members, or friends who knew them well to support them during the study. One participant selected two key support persons. The nature of support and the level of involvement of each key support person differed, as each participant had different support needs and preferences throughout the research process. Two of the twelve participants in the study had guardians who served as key support persons (both siblings), and they decided to meet with the researcher first before any interviews with their family members with intellectual disabilities were conducted. Three participants decided to have the key support person present for all the interviews. Eight participants were only supported by their key support person during the first interviews and completed their work with the researcher independently. Only one participant opted not to have a key support person present at all for any of the interviews. The key support persons assisted with rephrasing questions, complementing or clarifying answers provided by the participants, and facilitating the overall communication. At times, the key support persons would also ask questions as part of naturally flowing conversations during interviews.



In some instances, research participation is only possible for people with intellectual disabilities when an ally occupies a position alongside them (McCormack 2020). The involvement of the key support persons was a key feature of this study’s successful implementation. Researchers need to be flexible to allow for a variety of different approaches with regard to the level and nature of involvement of a key support person, as individual support needs vary across participants.



Finally, researchers need to pay close attention to how the voices of people with intellectual disabilities are prioritized in life story research and what roles are occupied by those who are involved in life story research (Henderson and Bigby 2017). This study privileged the perspectives of the participants with intellectual disabilities in the results by sharing their stories from their perspectives and by including their direct quotes without correcting grammatical concerns in language, as often suggested researchers should do (Carlson 2010). The findings also included the distinctive views and experiences of the key support persons in the study to recognize their important roles in the lives of the participants and to acknowledge the interdependent relationships between participants and their key support persons.




3.3. Preparing for the Lifelines


To provide a starting point for the creation of lifelines, the researcher meticulously constructed vertical timelines of key events in the participants’ individual life stories by combining information that participants and key support persons provided during life story interviews and, if necessary and available, casefiles. The life story interview explored topics such as participants’ residential, educational, and employment histories, important life events, and experiences with social relations across their life course. Chronologies were ascertained in each life story by asking participants how old they were at the time of specific events, if certain life events happened before or after other events, or where they lived at the time of an event. The presence of key support persons during the life story interviews facilitated the retrieval of information about the participants’ pasts. However, most of the key support persons did not have intimate knowledge of the participants’ life histories. With the participants’ permission, information from case files provided additional information about their life histories. These files often contained minimal information or were incomplete. One agency did not allow viewing of any files, even though the participants, who were their own guardians, gave the project permission to do so. This raised the issue of ownership of information about the participants’ lives. In this instance, people with intellectual disabilities were not allowed to access information about their own lives and share it with people of their choosing. Such gatekeeping restrictions for people with intellectual disabilities by service providers are a common ethical challenge in research. The danger of overprotecting people with intellectual disabilities is that it may render them silent (Doody 2018; Witham et al. 2015). Researchers need to carefully navigate the involvement and concerns of gatekeepers as research is planned, conducted, and disseminated. This can include providing clear information on why the research is conducted, what it aims to accomplish, and what it involves.




3.4. Creating the Lifelines


The completed timelines of key events helped direct the remaining interviews with the participants, which explored their perspectives on their lives and enabled the creation of lifelines (with or without the presence of key support persons based on the participants’ preferences). Focusing on knowledge-based questions can confront people with cognitive impairments with challenges, as it requires reproducing facts from memory (van den Brandt-van Heek 2011). In order to make the process of creating the lifelines more accessible, it was important to retrieve the participants’ opinions and emotions surrounding life events and the people involved in them rather than exclusively focusing on facts related to those events. Each participant participated in the process of creating the lifeline differently and made different decisions in its creation regarding what life events they wanted to include and how they wanted to decorate it. As a result, each lifeline looked different. Only one participant did not have an interest in using the lifeline. The process did not seem to appeal to him. He was not sure what to write or draw. Even though the researcher rolled out the lifeline during two interviews, the participant did not use it. His direct support staff had not been able to find the photos he said he had in his room. Perhaps the use of pictures would have made the process appeal to him more. In this case, the timeline of key events was not decorated to support the interviews. Even without creating a lifeline, the participant was able to speak about his life experiences and complete the interviews.



This process of creating lifelines started with the drawing of a single horizontal line across the landscaped page on a piece of flipchart paper, with the birth year of the participant on the far left and the present year on the far right. With a pencil, the researcher marked the major life events discussed in previous interviews. In contrast to the original Lifeline Interview Method, no peaks or dips were drawn to visualize the negative and positive effects of life events, as this concept might have been too abstract for the participants.



As participants discussed various life events, they could choose whether they wanted to include them on their lifeline. This approach allowed participants to take ownership of the research process and decide how they wanted their story to be told. Participants decided both for and against the inclusion of certain life events on their lifelines based on what was most important to them, what they wanted to share, and how they wanted their experiences to be represented. Some participants decided not to include representations of particularly difficult events in their lives on their lifelines.



Participants also decided how they wanted their life events depicted on their lifelines. They had the additional option of writing or drawing something, and they were offered support with this when needed. Participants could decorate the empty paper using pens, markers, and pastels. Some participants chose to write or draw by themselves, while others asked for assistance. Life events were not necessarily discussed or placed on the lifelines in chronological order, and conversations flowed naturally while hopping back and forth in time. At times, the researcher or participants revisited life experiences across interviews to explore them in more detail.



Some participants and key support persons brought pictures and other personal artifacts, such as certificates, diplomas, and medals, to assist in communicating their life story in more detail. The artifacts served as visual cues and helped participants express their experiences, as prior research has also found (Caldwell 2010). Some participants included their pictures on their lifelines. The researcher explained to the participants that their lives would continue beyond the current year by gesturing toward the end of the lifeline and extending it by moving in an onward motion. This visualization helped participants express their desires for the future. To complete the construction of each lifeline, the researcher asked the participants if they wanted to give their lifeline a title. Some participants titled their lifeline, and others did not. After completing each lifeline, the researcher took a photograph for future analysis. One participant decided not to finish their lifeline.



Throughout the process of creating the lifelines, the meaning that various life events held for the participants could be explored effectively. The pace at which lifelines were created and completed varied across participants, as some needed more time than others to engage and share their experiences or share more details. Therefore, some participants engaged in more interview sessions than others to complete their lifelines. The repeated sessions built rapport and allowed for deep engagement with the participants’ experiences. The participants who created a lifeline all took ownership and kept it. Some participants showed their lifelines to their friends and staff and asked for them to be put on display. The next section provides an example of the process of creating a lifeline with its finished product, after which a reflection on the overall lifeline process follows.




3.5. Example of a Lifeline


The story of Betty, a woman in her late sixties, provides an example of the process of creating a lifeline. Betty was one of the study participants and was supported to participate in the study by her sister and guardian, Amanda. Both names are randomly generated pseudonyms. Betty participated in four interviews, together with Amanda. The researcher had known Betty for several years and had interviewed her twice before. Throughout the interviews, Betty was extremely talkative and demonstrated that she had a very good memory. She recalled the names of all the children she played with in her neighborhood when she was a child. It was interesting to observe Betty remembering events that Amanda did not. In those instances, the conversations would turn into a family reminiscence session. Sometimes Betty would mention two events that happened decades apart in the same sentence. Amanda would clarify the chronologies. When Betty could not find the word she was looking for, she turned to Amanda for assistance. They finished each other’s sentences on several occasions. Amanda helped Betty answer questions, but when the researcher asked Betty a direct question regarding how she felt about something, Amanda gave Betty the space needed to provide her answer independently. Amanda supported and encouraged Betty to draw on her lifeline without taking over the process. After completing the life story interview together, the researcher created a vertical timeline of the key events in Betty’s life (Figure 1). After viewing some family photos, Betty decided to draw on her lifeline and not include these photos (see Figure 2 and Figure 3). She drew her house, the family’s lake cottage and boat, her mother and father, one grandmother playing the piano, one grandmother playing cards, her graduation cap, herself at her sister’s wedding, her three friends (who are her sister’s friends too), herself as a Girl Scout, the family car, and their two cats. She also wrote the name of the nursery school where she had worked on her lifeline. The inclusion of an image of the map of Europe provided a representation of the trips she took there with her father. She also included the logo of her workplace (removed from the lifeline pictures below for privacy reasons). Betty decided to complete her lifeline by shading the paper, so the result looked very colorful. Betty said she liked drawing on her lifeline. She was enthusiastic about adding drawings to her lifeline and would do so unprompted and then explain what she drew. Betty and Amanda gave permission for the use of photos of Betty’s lifeline below.




3.6. Reflecting on the Lifeline Process


Even though the primary goal of using the lifelines was to provide a visual cue to support the interview process, the effort it took to create the timelines paid off in a number of less expected ways. Creating the lifelines was an interactive and empowering process that almost all participants actively engaged in. The work on the lifelines reduced tension during the interviews, built rapport, and helped the interaction between the researcher and the participants feel more natural and relaxed. Instead of questions being fired off while sitting on opposite ends of the table, the researcher and participants sat next to each other, both looking at the lifeline and collaborating in its creation. The participants seemed comfortable and excited during these meetings. Without being prompted, participants mentioned that they had a good time and had fun working on their lifelines and that they enjoyed seeing the researcher. Only one participant, though she did not offer negative feedback, decided not to complete her lifeline.



Participants decided for themselves what life experiences they wanted to include on their lifelines, which gave them ownership of the process and the representation of their lives. The lifeline process also provided participants with the freedom to express their experiences in a way of their choosing through drawing and writing, yet within a clear framework of the lifeline as a visual representation of their lives from birth to the present. Providing clear instructions to participants is important for visual research methodologies to be successful with participants with intellectual disabilities (Sigstad and Garrels 2021).



This study’s adaptation of the Lifeline Interview Method also allowed for engagement with participants’ experiences without asking for information that they were unable to provide. This is important because when participants experience a lack of mastery due to a gap between their ability and the demands of the research, they may not want to continue research participation (Sigstad and Garrels 2021). It is not effective to use research methodologies that emphasize participants’ limitations and make them feel inadequate (Booth and Booth 1996; van den Brandt-van Heek 2011). The role of key support persons was important in getting to know the participants and supporting them effectively in creating their lifelines. Involving the people around the participant is another important strategy for facilitating the research participation of people with intellectual disabilities (Cluley 2017).



The completed lifelines provided the participants with access to their memories and a sense of history about their own lives. The lifelines became a source of pride for them. The chronological review of their live events and the presentation of their lives seemed to be new experiences for a number of participants. The lifelines provided staff with new information about the participants’ lives as well. An important impact of life story research can be to offer those who provide everyday support more knowledge about the experiences and needs of people with intellectual disabilities (Aspinall 2009; Meininger 2003, 2005; van den Brandt-van Heek 2011; Van Puyenbroeck and Maes 2008).





4. Conclusions


The lifeline process was an effective tool to meaningfully involve and engage the participants in the research process and to retrieve their experiences. A few important adaptations were made to the original Lifeline Interview Method by Assink, Schroots, and colleagues (2010). Timelines were prepared with the assistance of key support persons before the lifelines were created. These timelines facilitated the creation of the lifelines in a way that did not rely on participants’ memories of what life events happened when and in which order. Additionally, only the horizontal axis of time was used on the lifelines, and the negative or positive impact of life experiences was explored verbally during the interviews. The process of creating the lifelines also consisted of non-verbal creative expressions of experiences through drawings and the inclusion of pictures.



In life story research, interviewers need to be critical of their own role in the research and their representation of the participants’ experiences (Henderson and Bigby 2017). Using the lifelines helped participants tell their own version of their lives by making their own decisions about which events and circumstances mattered to them in their lives and how they wanted them represented. This was particularly important with difficult life events, as participants were not forced to engage in memories they did not want to explore and discuss. The importance of this flexibility has been reported by other researchers as well, who indicated instances of participants with intellectual disabilities deciding not to include painful life events in the representation of their life histories (Atkinson 2010).



The lifelines provided participants with a clear, structured framework within which to represent their life experiences and assisted them in organizing their life story in chronological order (Atkinson 2010). Though life experiences during the interviews were not discussed in chronological order, the lifelines did rely on a chronological representation of time. This begs the question of to what extent instructions enabled participation and to what extent they restricted participation by prescribing participants to represent their lives as a chronological story, when that may not have been every participant’s preferred approach (Aspinall 2009). Researchers should ask the question of whether the structure provided by the lifeline process might limit some participants’ preferred storytelling methods. Future research on facilitating accessible and inclusive life story research with people with intellectual disabilities should explore this dilemma and consider diverse approaches to life story research.



Some participants with intellectual disabilities were not allowed access to information about their own lives to support their engagement in this study. Inclusion means information about the lives of people with intellectual disabilities should be theirs to access and share in ways of their choosing. The development of inclusive research enables more people with intellectual disabilities to participate in research, as well as it might facilitate research engagement becoming the expected norm and reduce instances of gatekeeping. Additionally, researchers should reflect in their reports on examples of gatekeeping so the field can explore effective solutions to reduce this barrier and better include people with intellectual disabilities in research. Researchers also need to grapple with limited access to and availability of information about participants’ lives and discuss the implications of this reality when conducting life story research with people with intellectual disabilities.



The aim of this study was to develop and implement an adaptation of the Lifeline Interview Method by Assink and Schroots (2010). At this stage, participants were not explicitly asked about their experiences with creating their lifelines, and consequently, the interpretations of the process reported here are those of the nondisabled researcher. Future research should expand by evaluating how participants experienced the lifeline process and detailing their perspectives on the method’s usefulness.



Additionally, further research should explore how to make all stages of life story research more inclusive and involve people with intellectual disabilities as facilitators and interviewers. This study’s adaptation of the Lifeline Interview Method holds potential as an accessible tool not only for research participants but also for people with intellectual disabilities as co-researchers. Implementing this tool with research participants consists of a number of concrete steps, such as providing them with creative materials and engaging them in a process of including events and experiences and making additions to their lifelines. An accessible facilitator guide could support co-researchers with intellectual disabilities in leading this process.



This study’s use of lifelines still relied on participants’ verbal communication skills to some extent. We need to continue to explore visual methodologies that respond to a wide variety of skill levels, abilities, and interests of participants with intellectual disabilities. Finally, future research should also explore the use of lifelines as a visual tool to disseminate results and make the outcomes of life history research more accessible (Aspinall 2009; Manning 2010; McCormack 2020).



In exploring accessible life story methodology for research, we should not overlook the potential impact that exploring life stories can have in the everyday lives of people with intellectual disabilities. These stories are sometimes lost, especially when support is needed to retain and access memories (Gillman et al. 1997). Retrieving life stories can have a positive impact by facilitating reminiscence among people with intellectual disabilities as they grow older and by increasing understanding of their life experiences among those who support them. With more knowledge about the perspectives of people with intellectual disabilities, their needs can be better supported (Ledger et al. 2022).
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