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ABSTRACT
Little recent data is available about people with visual 
impairments in France. This article presents the design pro-
cess of an online survey aimed at providing a portrait of the 
life of the people with visual impairments, based on partici-
patory research. Questions were determined and refined 
over several phases, including focus groups and a consensus 
process using the Delphi method. A total of 49 people par-
ticipated in the project: people with visual impairments, rel-
atives, professionals and researchers. The participatory design 
process resulted in a final survey that includes 191 questions 
about various topics. The value and challenges of participa-
tory research are discussed. For example, the participatory 
nature of the project and its reach encouraged participants 
to stay involved even though the development process was 
time consuming. The data collected with the survey will be 
used to capture the diversity of people with visual impair-
ments in terms of (dis)ability, needs and resources.

Points of Interest

• Little recent data is available concerning the daily life of people with 
visual impairment

• A survey was designed using participatory research with people with 
visual impairments, relatives or caregivers, visual impairment profes-
sionals and researchers.
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• Focus groups and consensus methods were used to both give partici-
pants some voice to express their personal experience and select 
issues collectively judged as relevant.

• This paper illustrates that participatory research with people with 
visual impairments is possible, and presents the added value and main 
challenges of this approach.

• This survey will allow a better understanding of the French population 
a!ected by visual impairment and its impacts on a range of aspects of 
daily life.

Introduction

Visual impairment can have significant impacts on various aspects of the 
daily life of those concerned and their relatives. Having a visual impairment 
is associated, for example, with decreased mobility (Douglas et  al. 2011), 
reduced employment (Bell and Silverman 2018) and education access (Simui 
et  al. 2018), as well as lower quality of life (Assi et  al. 2021) and social par-
ticipation (Desrosiers et  al. 2009; Mick et  al. 2018; Salminen and Karhula 
2014). Visual impairment is also linked to an increased risk of health prob-
lems (Jones, Crews, and Danielson 2010) and mental health difficulties 
(Augestad 2017; Renaud and Bédard 2013). However, these impacts are het-
erogeneous and can depend on several factors, such as the severity of the 
visual impairment, its age of onset, personality traits, the presence of comor-
bidities, and the family. These difficulties can be lessened when the physical 
and social environments are accessible.

In France, little recent data is available concerning the daily life of people 
with disabilities (le Défenseur des droits [French independent public author-
ity for rights], 2020; Special Rapporteur on the Rights of Persons with 
Disabilities 2019). The main source of information is the Handicap Incapacity 
Dependency survey conducted in 1999 to estimate the prevalence of health 
problems and their consequences on the daily and social life of people in 
France (Mormiche 1998). A statistical exploitation of that survey’s data con-
cerning people with visual impairments living in the community indicates a 
prevalence of blindness of 0.10% and of low vision of 1.94% (Brézin et  al. 
2005). The results indicated that visual impairment involves increased diffi-
culty in carrying out daily activities, and a higher need for assistance and 
house adaptations. People with visual impairment in France also had fewer 
paid activities and lower incomes than those without (Brézin et  al. 2005), and 
have difficulties in their daily travel (Sander et  al. 2005). However, given that 
the survey was conducted over 20 years ago and was developed for all dis-
abilities, it was not specific to visual impairment, and it may no longer accu-
rately reflect the current situation.
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Elsewhere, for example in Canada, a national study conducted on 198 
working age adults with visual impairments revealed that access to informa-
tion, transportation and formal and informal support are insufficient to meet 
needs (Gold and Simson 2005). In the United States, a study conducted on 
7,210,535 people aged 45 or older indicated a prevalence of 2.8% of severe 
visual impairment and 1.6% of severe dual sensory impairment, and showed 
that these impairments are associated with cognitive and functional difficul-
ties (Fuller et  al. 2018).

In France, despite considerable financial and human resources, disability 
services often fail to meet the needs of people with disabilities. Hence, the 
focus is typically on disability management, instead of transforming society 
and the living environment to make these more inclusive (Special Rapporteur 
on the Rights of Persons with Disabilities 2019). Thus, the response to the 
needs of people with disabilities seems to be more based on the medical 
model of disability than on the social model, while the latter has consider-
ably helped to change the image of disabled people and to identify and 
mitigate some of the social disabling barriers (Oliver 2013; Winance 2007).

The social model is rooted in the disability rights movement in the 1960s, 
when disabled people fought to make a distinction between disability and 
impairment, arguing that disability is more about the loss or limitation of 
opportunities that prevent people with impairments from participating 
socially like others because of physical and social barriers (Finkelstein and 
French 1993). In this vein, a criticism of traditional academic research on dis-
ability is that it focuses on impairments, and therefore contributes to the 
disability of the people concerned instead of improving their lives (Oliver 
1992). In addition, traditional research is seen as alienating and disempower-
ing by the disabled ‘researched’ (Kitchin 2000). Hence, the only way to 
improve life of disabled people with research would be to modify the social 
relations of research production, by involving them in the co-production of 
research (Oliver 1992). Being involved in the co-construction of research is a 
way to enable the disabled people to empower themselves, both through 
the transformation of the social relation of research (modification in power 
relations, reciprocity in benefits) and through the transformation of the mate-
rial of research (Barnes 2003; Oliver 1992).

There is a variety of terms and forms of co-construction of research: dem-
ocratic research, critical research, praxis research, emancipatory research, 
co-research, participatory research (Richardson 1997). Some of these forms 
encapsulate others, and they all share several values and principles; for exam-
ple, dealing with research questions that matter to the concerned people, 
the use of methods that allow them for participation, and the construction 
of results aiming at better understanding of the nature of oppression experi-
enced as disabled people and/or having a positive impact on their lives 
(Richardson 1997). Levels of participation of disabled people can vary, 
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according to how and by whom the research was initiated, the methods 
used, how disabled people can influence the research process and what hap-
pens to the results of the research (Zarb 1992). Although attractive, this ideal 
model of research, which differs from traditional academic research, can be 
complex to implement. Indeed, it involves the cooperation of actors from 
different backgrounds, so it requires from researcher the willingness to create 
innovative methodologies and to debate (Hodge 2008) and find more acces-
sible formats for the dissemination of research findings (Garbutt 2009).

The Homère research project was launched on the initiative of eight major 
non-profit organizations in France and one public institution acting on behalf 
of people with visual impairments which need objective and recent data con-
cerning the daily life, life trajectory, needs and resources of people with 
visual impairment in France. The ultimate aim is to better adapt their service 
offer and to claims from public policies a more effective and concrete con-
sideration of needs. To fill this data gap, they drafted a call for proposals in 
which one of the conditions was that the research be co-conducted with 
people with visual impairments.

Based on an approach of community-based participatory research, i.e. with a 
research process that equitably involves organization representatives and 
researchers at all steps, a consortium was set up, composed of a community 
advisory board involving the non-profit organizations and the institution, and 
the research team (including a researcher who is also blind) that won the call 
for projects. The consortium was led by a member the community advisory 
board, who is a co-author of the present paper. Responding to a need identified 
by key actors in the field of visual impairment, the community advisory board 
then defined the project aim: to increase knowledge about people with visual 
impairments in France and their daily life, needs and resources, With the design 
of an online survey. In addition to being responsible for funding, the community 
advisory board supported the research team by bringing its expertise to deter-
mine the research questions, and provide input on research design. The commu-
nity advisory board also participated in the survey diffusion, planning of data 
analysis, and the interpretation and dissemination of the findings. The commu-
nity advisory board should also serve to increase the adoption and scope of 
knowledge resulting from the research, for example, in guiding public policy 
changes. Thus, the concerned people, represented by the community advisory 
board, are involved in all steps of the research. This present article is focused on 
how the survey was designed, using a participatory approach, and discuss the 
value and challenges of the participatory research process in this context.

Research process

The survey design process involved four steps: the preliminary phase, the 
creative phase, the consensus phase and the final consultation phase.
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Recruitment of participants

Participants of the creative phase and the consensus phase were recruited 
according to a purposeful sampling among the contacts of the consortium 
partners and by snowball effect. These two non-probability sampling meth-
ods are well suited when participants are hard to reach and when making 
inference about the population on the sample obtained is difficult (Etikan, 
Alkassim, and Abubakar 2016; Lysaght et  al. 2016), as it is often the case with 
people with visual impairments. They were asked to participate in one or 
both of these phases, depending on their area of expertise, on their prefer-
ence for participating as a group or individually and on their availability. All 
the participants of the creative phase were invited to contribute at the pre-
liminary phase. The participants of the final consultation phase were repre-
sentatives of the non-profit organizations on the community advisory board.

The recruitment criterion was to have an expertise in visual impairment, 
either as someone personally concerned or as a professional.

The project was conducted in compliance with the Declaration of Helsinki 
(World Medical Association 2013). Ethical considerations were discussed by 
the community advisory board, participants gave their oral consent and ano-
nymity was guaranteed.

Preliminary phase

In the preliminary phase, participants were invited to answer an online ques-
tionnaire presenting a list of 82 subthemes divided into 15 main categories (e.g. 
health, school and education, employment, mobility, etc.). This list was based on 
themes and subthemes initially identified by the community advisory board 
and supplemented with the 77 life habits from daily activities to social roles 
described in the Assessment of Life Habits, a questionnaire developed to eval-
uate the social participation of people with disabilities (LIFE-H; Noreau et  al. 
2004). Participants were instructed to complete the list of subthemes as they 
deemed relevant. The completed subthemes list was then used to construct the 
semi-structured interview guides used in the focus groups of the creative phase.

Creative phase

The creative phase aimed to encourage participants to raise as many questions 
as possible on a large number of themes related to the daily life of people 
with visual impairments. Five focus groups with eight to nine participants each 
were carried out between 25 September and 16 October 2020, in person and 
by videoconference (due to the context of the COVID-19 pandemic). Three  
to four themes were addressed in each focus group: health, mental health  
and ageing, with 8 participants; schooling, early childhood, childhood, and 
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adolescence, with 8 participants; post-secondary education, work, housing and 
access to services and entitlements, with 9 participants; social life, sports, lei-
sure and culture, emotional life, relationships, family and social environment 
and daily life activities, with 9 participants; and Information and digital acces-
sibility, means of compensation and mobility, with 8 participants.

Consensus phase

The consensus phase aimed to select the questions considered the most rel-
evant for the survey and ensure their understandability by reformulating 
them if needed. The Delphi method was used during this phase. This tech-
nique allows a group of experts to be questioned about areas of uncertainty 
in order to reach a convergence of opinions (Bourrée, Michel, and Salmi 2008; 
Ducos 1983; Williams and Webb 1994). This phase was iterative and involved 
two rounds, from 16 to 23 November and from 27 November to 3 December 
2020. Using an online questionnaire processed on LimeSurvey, participants 
assigned a relevance score (/10) to each question and had the opportunity 
to propose rewordings of questions as well as response options. At the end 
of the questionnaire, participants could add other questions they considered 
relevant and were asked to give comments – for example, concerning the 
accessibility of the survey, since the final survey was planned to be presented 
in the same way. After the first round, questions with the highest conver-
gence scores were selected, and those with the lowest scores were with-
drawn. Questions for which opinions diverged were presented in the second 
round; of these, those with the highest convergence scores were selected. 
Word versions of the Delphi questionnaires were also produced on request 
for some participants.

Final consultation phase

In the final phase, questions and response options selected following the 
second consensus round were sent to the 6 representatives of the commu-
nity advisory board and discussed during two phone meetings and several 
email exchanges between 16 and 23 December 2020. During this phase, 
final adjustments were made, deleting some questions and reformulat-
ing others.

Members of the final consultation phase were asked to focus on the word-
ing of the questions (clear and concise sentences), their level of granularity 
(neither too detailed nor too broad), their ethical aspect (wording that is 
respectful of respondents), and the relevance of any conditional context (for 
example, some questions are contingent on the respondent’s age). They were 
also asked to reflect on the survey as a whole: its fluidity, the overall logic, 
the links between the different sections, and its ease of completion. The 
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research team ensured that the content of the questionnaire defined in the 
previous steps was not modified during this phase.

Data analysis

During the creative phase, the focus groups were digitally recorded and 
these recordings were then transcribed verbatim. The transcriptions were 
analysed via qualitative content analysis (Miles, Huberman, and Saldaña 2018) 
and reformulated in closed-ended questions and response options.

During the consensus phase, in the first round, a question was selected when 
the median relevance score was equal to or higher than 8(/10) and when at least 
80% of participants rated it with a score of 8 or more. A question was rejected 
when the median relevance score was lower than 8 and when at least 30% of 
participants rated it with a score lower than 8. In the second (final) consensus 
round, a question was selected when the median relevance score was higher 
than 8 and when at least 80% of participants rated it with a score of 8 or more.

Throughout all phases, participants’ oral and written remarks were col-
lected to document the survey design process.

Results

Participants

In total, 49 people participated in the design of the survey: 23 in the prelim-
inary phase, 41 in the creative phase, 36 in the consensus phase and 6 in the 
final consultation phase. Several participated in two or more phases: 3 par-
ticipated in all four phases, 24 in the preliminary, creative and consensus 
phases, and 3 in the consensus and the final consultation phases. In the cre-
ative phase, participants choose participated at one or two focus groups 
according interests and expertise related to the addressed themes.

Participants were people with visual impairments (n = 20), relatives or care-
givers (n = 3), visual impairment professionals (e.g. orientation and mobility 
specialists, social workers, psychologists; n = 28), and researchers (n = 7). Some 
professionals (n = 5) and some researchers (n = 2) were also visually impaired. 
The visually impaired participants had different profiles in terms of age, 
severity of visual impairment and employment, among other things. About 
one-third of the participants were involved in the non-profit organizations 
and the public institution of the community advisory board.

Survey design process

Participants spent about 30 min completing the preliminary phase question-
naire, 3 to 4 h in focus groups during the creative phase and about 6.5 h on 
average for each round of the consensus phase.



DISABILITY & SOCIETY 307

In the preliminary phase, 304 subthemes were obtained and these were 
integrated in the semi-structured interview guides used during the focus 
groups. A qualitative analysis of the content of the focus groups led to a first 
version of the survey, composed of 664 questions. As an example, here are 
some verbatims from the focus groups: How long did it take to get a first diag-
nosis? How far away do you live from the clinic? (vision screening subtheme), 
Are you satisfied with your daily life? What activities do you do? What activities 
can you no longer do because of your age or disability? Do you have access to 
the activities you would like to do? (social life, sports, leisure and culture 
theme), Do you think that professors were sufficiently aware of your visual 
impairment and your study conditions? (post-secondary education theme).

These 664 questions were assessed in the first consensus phase round and 
obtained a mean relevance score of 7.93 (SD = 2.24; median = 8, 
semi-interquartile interval = 1.5). Of these, 150 were selected during the first 
consensus phase and 73 were rejected. Based on participants’ comments, 
some questions were added and others deleted due to redundancy, leading 
to a total of 407 questions to assess in the second consensus round. Overall, 
the accessibility of the survey used for the first round was perceived as good.

The participants’ comments were taken into account for the second con-
sensus round. For example, a document containing all the questions was 
attached to the second round online questionnaire to give participants a 
global view of the questions to be assessed. The 407 questions assessed in 
the second round obtained a mean relevance score of 8.37 (SD = 1.86; 
median = 9, semi-interquartile interval = 1). Of these, 240 were selected.

Of the 390 questions selected in the two consensus rounds, some were 
merged or deleted due to redundancy, leading to a total of 331 questions 
that were submitted to the members of the final consultation phase. The 
thematic distribution was modified for some of the questions: for example, 
all of the questions concerning ageing and adolescence were redistributed 
under other themes.

In the final consultation phase, the total number of questions was reduced 
to 191. To reach this number, some questions were merged and others were 
deleted due to redundancy, a modification of the level of granularity or for 
ethical reasons (e.g. some questions were judged too personal). Each deci-
sion was taken by majority vote. The survey design phases are summarized 
in Figure 1. In the preliminary phase, 13-29 (mean = 19.0, SD = 5.1) sub-
themes per theme emerged, in the creative phase, 9-124 (mean = 41.5, SD = 
28.6) questions per theme emerged, 5-53 (mean = 23.6, SD = 13.1) questions 
per themes were selected after the consensus phase, and 3-46 (mean = 14.1, 
SD = 10.6) question were validated after the final consultation phase. For 
example, concerning the health theme, 14 subthemes were found after the 
preliminary phase, 68 after the creative phase, 32 after the consensus phase, 
and 18 after the final consultation phase.



308 C. PIGEON ET AL.

Overall, in each phase, questions were deleted, modified, added or kept as 
it is. Some questions were also merged together. Modifications could concern 
the formulation of the questions or of the answer options. For sensitive ques-
tions, in order to avoid forcing an answer, the options ‘I don’t know’ or ‘I don’t 
wish to answer’ were added during the last phase. For example, in the 
Common law procedures subtheme, one question (and answers) after the cre-
ative phase was: ‘The reception in government services is sufficiently adapted: 
(Yes/Fairly well/Not very well/Not at all)’. During the consensus phase, this 
question was modified: ‘The reception in the public services I use is suffi-
ciently adapted for visually impaired people: (Yes/Fairly well/Not very well/Not 
at all)’, and, after the final consultation phase, the possible answers were mod-
ified: ‘The reception in the public services I use is sufficiently adapted for visu-
ally impaired people: (Yes/Fairly well/Not very well/Not at all/I don’t know)’.

Thus, the final core survey arising from the design process consists of 191 
questions. Among them, 40 are targeted to parents of visually impaired chil-
dren under the age of 16. The other 151 questions are targeted to people 
with visual impairments aged 16 or over, 59 of these are aimed at all respon-
dents, and 92 depending on the respondent’s profile. For a given respondent, 
the total number of questions asked will depend on his/her profile. For 

Figure 1. Survey design phases.
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example, if the respondent’s visual impairment appeared in adulthood, ques-
tions about schooling will not be asked.

In addition to the core survey, 44 questions about socio-demographic and 
visual impairment characteristics and functional abilities were added. These 
were not selected through the participatory method presented here.

Discussion

The Homère project was construct with a participatory research approach to 
design a data collection survey with and for the people concerned. The sur-
vey design involved 49 participants with different profiles. Some were visually 
impaired or their relatives, others were visual impairment professionals or 
researchers. This heterogeneous participation allowed several perspectives 
with differences and similarities. The visually impaired participant profiles 
were also diverse in terms of age, severity of visual impairment, employment, 
or involvement in different organizations.

The preliminary phase was based on themes initially identified by the 
community advisory board and the items of the LIFE-H with the objective 
to have a list as exhaustive as possible of the areas of daily and social life 
in which participants might encounter barriers. The LIFE-H is conceptually 
constructed on the Disability Creation Process (DCP; Fougeyrollas et  al. 
1988), a social model of disability which share similarities with the 
International Classification of Functioning, Disability and Health (ICF; World 
Health Organization 2001) such as a systematic and universal approach, the 
objective to describes the complex and dynamic process of human function-
ing and the consideration of personal and environmental factors in the per-
formance of activities in life situations (Levasseur, Desrosiers, and Tribble 
2007). The LIFE-H is meaningful to evaluate the participation in daily life 
activities and social role domains (Noreau et  al. 2004).

Several strategies were used in order to adapt the research process to the 
participants as much as necessary. For example, some of the design phases 
were conducted in groups, others were individual, and the participants 
chose the phases they wished to participate in according to their preference 
and availability. In addition, although efforts were made to make the online 
questionnaires of the Consensus Phase as accessible as possible, some blind 
participants were allowed to answer directly on a word form, if they felt it 
was more comfortable for them. Moreover, solutions were implemented to 
limit the effect of fatigue at different phases of the process: during the 
Creative Phase, breaks were offered to participants; for each round of the 
Consensus Phase, respondents could complete the questionnaire in sev-
eral times.

One of the main challenges in the survey design was to find a trade-off 
between addressing all the themes of interest and a length that would not 
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be too time-consuming to complete for respondents. As the non-profit orga-
nizations and the public institution involved in the project were diverse in 
terms of the population of interest (young people, adults, aged people), the 
services provided, and the available resources, all aspects of daily life 
addressed by the survey were considered relevant by the community advi-
sory board. As indicated by the high relevance scores obtained at the two 
rounds of the consensus phase (median equal to 8 and 9, respectively), it 
was difficult to reduce the length of the survey.

Another challenge was the time constraints for the survey design, due to 
funding. Time constraints reduced the possibility of carrying out several focus 
groups per theme in the creative phase, or additional rounds in the consen-
sus phase. Nonetheless, in the consensus phase, while participants had the 
possibility to add new questions, no major subthemes arose, suggesting that 
data saturation was reached during the focus groups. A third round of Dephi 
during the Consensus Phase would have been optimal to fine-tune the sur-
vey. Instead, and as suggested by the community advisory board, final adjust-
ments to the survey were made with six representatives of the community 
advisory board (Final Consultation Phase). In addition to reduce the time 
spent, this option had the advantage to limit the burden on the participants. 
The main drawback of this option was the risk that the survey would be 
modified according to the personal opinions of the Final Consultation Phase 
participants. To limit this, the aim of this phase (i.e. optimizing the comple-
tion of the questionnaire and ensuring that the questions were ethical) was 
reminded by the research team when necessary. For example, one participant 
of the Final Consultation Phase wanted to remove the questions about sex-
uality. Since these questions had been selected during the Consensus Phase, 
they were kept, but the following mention was added beforehand: Here is a 
series of questions about emotional and sexual life, which is a component of 
health and well-being according to the World Health Organization. For each of 
them, you can select the answer ‘I do not wish to answer’.

Furthermore, the completeness of the survey is reinforced by the fact 
that the final version addresses all the main topics found in studies aiming 
to identify the research priorities of people with visual impairments in the 
Netherlands (Schölvinck, Pittens, and Broerse 2017) and in Scotland (Duckett 
and Pratt 2001), and, more broadly, almost all of the research priorities 
identified for disability research in Europe (Priestley, Waddington, and 
Bessozi 2010).

The resulting survey demonstrates that the participatory process is rele-
vant and feasible for such an objective, even when partially performed 
remotely due to the COVID-19 pandemic. The design process was time con-
suming for the participants, but they expressed willingness to maintain their 
participation because they felt involved due to the participatory approach, 
the addressed issues, and the reach of the survey. The participatory nature of 
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the Homère project were made possible thanks to a shift of language, roles 
and attitudes in the social relations of research, the adaptation of research 
methods and the flexibility and the time taken enabling the participation of 
the concerned people (Rix et  al. 2020).

The method presented in this paper seems to be particularly relevant in 
the context of research in co-construction with disabled people. Indeed, the 
Creative Phase allowed the concerned people to highlight their subjectivity 
by giving them some voice to express their personal trajectory. On the other 
hand, the Consensus Phase enabled the selection of relevant issues from a 
collective perspective.

To date, few studies aiming to better understand the views and experi-
ences of people with visual impairments have been conducted using par-
ticipatory methods; among participatory research studies published in 
English, Spanish or German, a literature review found that only two involved 
visually impaired participants (Rix et  al. 2020). However, participatory 
research has been used successfully with children and adults with visual 
impairments in the context of object and technology design – for example, 
tactile books for children or technological mobility aids (Brock et  al. 2010; 
Frauenberger, Good, and Keay-Bright 2011; Valente, Bara, and Gentaz 2018; 
Valente et  al. 2022).

After the design of the survey, the next challenge in the Homère project 
was its deployment. Given the target population, efforts have been made to 
ensure it can be completed by as many respondents as possible. The word-
ing of the questions and response options were worked on during the design 
process to be as clear and unambiguous as possible. A priority was placed 
on the accessibility and user-friendliness of the questionnaire, which was 
achieved in part through the integration of participant feedback in the 
Consensus Phase. Its main mode of delivery was online, which can present 
obstacles for the visually impaired: respondents had the possibility of submit-
ting their answers online (in several stages if necessary) with the support of 
a caregiver or by telephone. In order to reach as many people with visual 
impairments as possible, including those hidden from visual impairment ser-
vices, the survey has been promoted by non-profit organizations, the media, 
social networks, and region-by-region launch events with local organizations, 
public institutions and political representatives. These efforts have been col-
lectively supported by the community advisory board and the research team. 
In addition, civic service volunteers administered the survey in face-to-face 
interviews to attempt to reach people with visual impairments less likely to 
respond to online surveys. Deployment began in February 2021 and finished 
in June 2022. By the end of the data gathering, 2,364 respondents had 
answered the entire survey (11% by telephone), indicating the relevance of 
the means of diffusion. The ongoing subsequent phases of the project, i.e. 
the data analysis and the dissemination of the findings, are implemented 
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with the implication of the community advisory board, with the objective 
that research will have benefits for people with visual impairments.

Beyond the survey and the usefulness of the results that will come out of 
it, the Homère project and its participative approach has allowed the synergy 
of various key actors in the field of visual impairment to be brought together 
around a common work. The actors of the Homère project, whether they are 
non-profit organizations members or researchers, have thus see the interest 
and the added value of continuing to work together, and they have the 
intention to develop an Observatory of the visual impairment.

Conclusion and implications

To our knowledge, the Homère survey is the first in France to investigate a 
range of aspects of life of people of all ages with a visual impairment. It was 
designed using a participatory method alternating group and individual 
phases. This participatory approach illustrates how the people with visual 
impairments, through non-profit organizations and a public institution acting 
on their behalf, can be stakeholders in research affecting them. This kind of 
research is feasible, but requires from the research team shift in attitudes in 
the relations with people concerned, adaptation of methods, flexibility and 
time. The ultimate objective of the Homère survey is to capture the diversity 
of the visually impaired across France in terms of demography, (dis)ability, 
needs and resources. The results will highlight the needs of people with 
visual impairments in terms of equipment, services or infrastructure, allowing 
the organizations and institutions involved to influence policy through lobby-
ing. The active involvement of people with visual impairments as stakehold-
ers in the initiation of the project, the development of the survey and in the 
adoption and dissemination of its findings might help to lead to their eman-
cipation from a disabling society (Duckett and Pratt 2007).

Acknowledgements

The authors wish to thank the nine non-profit organizations and public institutions involved 
in the Homère project: the Fédération des Aveugles et Amblyopes de France, the Fédération 
Française des Associations de Chiens guides d’aveugles (FFAC), Voir Ensemble, the Association 
Nationale des Parents d’Enfants Aveugles (ANPEA), the Institut National des Jeunes Aveugles 
(INJA), a national public institution for special education, the Association Départementale des 
Pupilles de l’Enseignement Public du Rhône et de la Métropole de Lyon (AD PEP 69/ML), the 
Groupement des Associations Partenaires d’Action Sociale (GAPAS), the Association Valentin 
Haüy (AVH), and RETINA France. We greatly thank all the participants for their contributions. 
In addition, we would like to thank our research assistants for helping with data collection 
(Saphora Itim, Sara Grange, Marie Hibars-Cuny, Estelle Janot and Héloïse Rosset), Caroline 
Labenere for helping with the survey final version formatting, and Adolphe Béquet for 
proof-reading of the article. This article was supported by the Maison des Sciences de 
l’Homme Lyon Saint-Etienne.



DISABILITY & SOCIETY 313

This work was financed by the Association de gestion du fonds pour l’insertion profes-
sionnelle des personnes handicapées (Agefiph), OPTIC 2000, the Comité national 
Coordination Action Handicap (CCAH), Klésia, and the Caisse nationale d’assurance vieil-
lesse (CNAV). At the time of the study, Amandine Afonso Jaco was a postdoctoral fellow-
ship researcher (financed by the RASPUTIN project; ANR-18-CE38-0004).

Disclosure statement

No potential con#ict of interest was reported by the authors.

Funding

This work was $nanced by the Association de gestion du fonds pour l’insertion profession-
nelle des personnes handicapées (Age$ph), OPTIC 2000, the Comité national Coordination 
Action Handicap (CCAH), Klésia, and the Caisse nationale d’assurance vieillesse (CNAV). At 
the time of the study, Amandine Afonso Jaco was a postdoctoral fellowship researcher 
($nanced by the RASPUTIN project; ANR-18-CE38-0004). We greatly thank all the partici-
pants for their contributions. In addition, we would like to thank our research assistants 
for helping with data collection (Saphora Itim, Sara Grange, Marie Hibars-Cuny, Estelle 
Janot and Héloïse Rosset), Caroline Labenere for helping with the survey $nal version for-
matting, and Adolphe Bequet for proof-reading of the article. This article was supported 
by the Maison des Sciences de l’Homme Lyon Saint-Etienne.

ORCID

Caroline Pigeon  http://orcid.org/0000-0002-7903-729X
Anna Rita Galiano  http://orcid.org/0000-0002-1977-4810
Amandine Afonso-Jaco  http://orcid.org/0000-0001-5341-562X
Dannyelle Valente  http://orcid.org/0000-0003-2686-4379
Nicolas Baltenneck  http://orcid.org/0000-0002-3987-9273

References

Assi, L., F. Chamseddine, P. Ibrahim, H. Sabbagh, L. Rosman, N. Congdon, J. Evans, et  al. 
2021. “A Global Assessment of Eye Health and Quality of Life: A Systematic Review of 
Systematic Reviews.” JAMA Ophthalmology 139 (5): 526–541. https://doi.org/10.1001/ja-
maophthalmol.2021.0146

Augestad, L. B. 2017. “Mental Health among Children and Young Adults with Visual 
Impairments: A Systematic Review.” Journal of Visual Impairment & Blindness 111 (5): 
411–425. https://doi.org/10.1177/0145482X1711100503

Barnes, C. 2003. “What a Di!erence a Decade Makes: Re#ections on Doing ‘Emancipatory’ 
disability Research.” Disability & Society 18 (1): 3–17. https://doi.org/10.1080/713662197

Bell, E. C., and A. M. Silverman. 2018. “Rehabilitation and Employment Outcomes for Adults 
Who Are Blind or Visually Impaired: An Updated Report.” Journal of Blindness Innovation 
& Research 8 (1)

Bourrée, F., P. Michel, and L. R. Salmi. 2008. “Méthodes De Consensus : Revue Des Méthodes 
Originales Et De Leurs Grandes Variantes Utilisées En Santé Publique.” Revue 
D’epidemiologie Et De Sante Publique 56 (6): 415–423. https://doi.org/10/dm76cc

https://doi.org/10.1001/jamaophthalmol.2021.0146
https://doi.org/10.1001/jamaophthalmol.2021.0146
https://doi.org/10.1177/0145482X1711100503
https://doi.org/10.1080/713662197
https://doi.org/10/dm76cc


314 C. PIGEON ET AL.

Brézin, A. P., A. Lafuma, F. Fagnani, M. Mesbah, and G. Berdeaux. 2005. “Prevalence and 
Burden of Self-Reported Blindness, Low Vision, and Visual Impairment in the French 
Community: A Nationwide Survey.” Archives of Ophthalmology (Chicago, Ill.: 1960) 123 (8): 
1117–1124. https://doi.org/10.1001/archopht.123.8.1117

Brock, A., J.-L. Vinot, B. Oriola, S. Kammoun, P. Truillet, and C. Jou!rais. 2010. “Méthodes et out-
ils de conception participative avec des utilisateurs non-voyants.” In Proceedings of the 22nd 
Conference on L’Interaction Homme-Machine, 65–72. https://doi.org/10.1145/1941007.1941017

Défenseur des droits. 2020. “La mise en œuvre de la Convention relative aux droits des 
personnes handicapées (CIDPH).” https://www.defenseurdesdroits.fr/sites/default/$les/
atoms/$les/rap-cidph-num-16.07.20.pdf

Desrosiers, J., M.-C. Wanet-Defalque, K. Témisjian, J. Gresset, M.-F. Dubois, J. Renaud, C. 
Vincent, J. Rousseau, M. Carignan, and O. Overbury. 2009. “Participation in Daily Activities 
and Social Roles of Older Adults with Visual Impairment.” Disability and Rehabilitation 31 
(15): 1227–1234. https://doi.org/10.1080/09638280802532456

Douglas, G., S. Pavey, C. Corcoran, and B. Clements. 2011. “Evaluating the Use of the ICF 
as a Framework for Interviewing People with a Visual Impairment about Their Mobility 
and Travel.” British Journal of Visual Impairment 30 (1): 6–21. https://doi.org/10.1177/ 
0264619611428932

Duckett, P., and R. Pratt. 2001. “The Researched Opinions on Research: Visually Impaired 
People and Visual Impairment Research.” Disability & Society 16 (6): 815–835. https://doi.
org/10.1080/09687590120083976

Duckett, P., and R. Pratt. 2007. “The Emancipation of Visually Impaired People in Social 
Science Research Practice.” British Journal of Visual Impairment 25 (1): 5–20. https://doi.
org/10.1177/0264619607071771

Ducos, F. 1983. “Delphi Et Analyses D’interaction.” Futuribles 71: 37–44.
Etikan, I., R. Alkassim, and S. Abubakar. 2016. “Comparision of Snowball Sampling and 

Sequential Sampling Technique.” Biometrics & Biostatistics International Journal 3 (1): 55. 
https://doi.org/10.15406/bbij.2016.03.00055

Finkelstein, V., and S. French. 1993. “Towards a Psychology of Disability.” In Disabling 
Barriers-Enabling Environments, edited by J. Swain, S. French, C. Barnes, and C. Thomas.  
26–33. London: Sage.

Fougeyrollas, P., L. Noreau, H. Bergeron, R. Cloutier, S. A. Dion, and G. St-Michel. 1998. 
“Social Consequences of Long Term Impairments and Disabilities: Conceptual Approach 
and Assessment of Handicap.” International Journal of Rehabilitation Research. 
Internationale Zeitschrift Fur Rehabilitationsforschung. Revue Internationale De Recherches 
De Readaptation 21 (2): 127–141. https://doi.org/10.1097/00004356-199806000-00002

Frauenberger, C., J. Good, and W. Keay-Bright. 2011. “Designing Technology for Children 
with Special Needs: Bridging Perspectives through Participatory Design.” CoDesign 7 (1): 
1–28. https://doi.org/10.1080/15710882.2011.587013

Fuller, S. D., L. I. Mudie, C. Siordia, B. K. Swenor, and D. S. Friedman. 2018. “Nationwide 
Prevalence of Self-Reported Serious Sensory Impairments and Their Associations with 
Self-Reported Cognitive and Functional Di%culties.” Ophthalmology 125 (4): 476–485. 
https://doi.org/10/gc9w6g

Garbutt, R. 2009. “Is There a Place within Academic Journals for Articles Presented in an 
Accessible Format?” Disability & Society 24 (3): 357–371. https://doi.org/10.1080/ 
09687590902789537

Gold, D., and H. Simson. 2005. “Identifying the Needs of People in Canada Who Are Blind 
or Visually Impaired: Preliminary Results of a Nation-Wide Study.” International Congress 
Series 1282: 139–142. https://doi.org/10/ddn6hs

https://doi.org/10.1001/archopht.123.8.1117
https://doi.org/10.1145/1941007.1941017
https://www.defenseurdesdroits.fr/sites/default/files/atoms/files/rap-cidph-num-16.07.20.pdf
https://www.defenseurdesdroits.fr/sites/default/files/atoms/files/rap-cidph-num-16.07.20.pdf
https://doi.org/10.1080/09638280802532456
https://doi.org/10.1177/0264619611428932
https://doi.org/10.1177/0264619611428932
https://doi.org/10.1080/09687590120083976
https://doi.org/10.1080/09687590120083976
https://doi.org/10.1177/0264619607071771
https://doi.org/10.1177/0264619607071771
https://doi.org/10.15406/bbij.2016.03.00055
https://doi.org/10.1097/00004356-199806000-00002
https://doi.org/10.1080/15710882.2011.587013
https://doi.org/10/gc9w6g
https://doi.org/10.1080/09687590902789537
https://doi.org/10.1080/09687590902789537
https://doi.org/10/ddn6hs


DISABILITY & SOCIETY 315

Hodge, N. 2008. “Evaluating Lifeworld as an Emancipatory Methodology.” Disability & 
Society 23 (1): 29–40. https://doi.org/10.1080/09687590701725575

Jones, G. C., J. E. Crews, and M. L. Danielson. 2010. “Health Risk Pro$le for Older Adults 
with Blindness: An Application of the International Classi$cation of Functioning, 
Disability, and Health Framework.” Ophthalmic Epidemiology 17 (6): 400–410. https://doi.
org/10.3109/09286586.2010.528137

Kitchin, R. 2000. “The Researched Opinions on Research: Disabled People and Disability 
Research.” Disability & Society 15 (1): 25–47. https://doi.org/10.1080/09687590025757

Levasseur, M., J. Desrosiers, and D. S. C. Tribble. 2007. “Comparing the Disability Creation 
Process and International Classi$cation of Functioning, Disability and Health Models.” 
Canadian Journal of Occupational Therapy. Revue Canadienne D’ergotherapie 74 (5_suppl): 
233–242. https://doi.org/10.1177/000841740707405S02

Lysaght, R., R. Kranenburg, C. Armstrong, and T. Krupa. 2016. “Participant Recruitment for 
Studies on Disability and Work: Challenges and Solutions.” Journal of Occupational 
Rehabilitation 26 (2): 125–140. https://doi.org/10.1007/s10926-015-9594-1

Mick, Paul, Maksim Parfyonov, Walter Wittich, Natalie Phillips, Dawn Guthrie, and M. 
Kathleen Pichora-Fuller. 2018. “Associations between Sensory Loss and Social Networks, 
Participation, Support, and Loneliness: Analysis of the Canadian Longitudinal Study on 
Aging.” Canadian Family Physician Medecin De Famille Canadien 64 (1): e33–e41.

Miles, M. B., A. M. Huberman, and J. Saldaña. 2018. Qualitative Data Analysis: A Methods 
Sourcebook. 3rd ed. Thousand Oaks: Sage publications.

Mormiche, P. 1998. “ L’enquête HID de l’INSEE. Objectifs et schéma organisationnel.” Courrier 
Des statistiques-INSEE 87–88: 7–18.

Noreau, L., J. Desrosiers, L. Robichaud, P. Fougeyrollas, A. Rochette, and C. Viscogliosi. 2004. 
“Measuring Social Participation: Reliability of the LIFE-H in Older Adults with Disabilities.” 
Disability and Rehabilitation 26 (6): 346–352. https://doi.org/10.1080/09638280410001658649

Oliver, M. 1992. “Changing the Social Relations of Research Production?” Disability, Handicap 
& Society 7 (2): 101–114. https://doi.org/10.1080/02674649266780141

Oliver, M. 2013. “The Social Model of Disability: Thirty Years on.” Disability & Society 28 (7): 
1024–1026. https://doi.org/10.1080/09687599.2013.818773

Priestley, M., L. Waddington, and C. Bessozi. 2010. “New Priorities for Disability Research in 
Europe: Towards a User-Led Agenda.” Alter 4 (4): 239–255. https://doi.org/10.1016/j.al-
ter.2010.07.001

Renaud, J., and E. Bédard. 2013. “Depression in the Elderly with Visual Impairment and Its 
Association with Quality of Life.” Clinical Interventions in Aging 8: 931–943. https://doi.
org/10.2147/CIA.S27717

Richardson, M. 1997. “Participatory Research Methods: People with Learning Di%culties.” 
British Journal of Nursing (Mark Allen Publishing) 6 (19): 1114–1121. https://doi.
org/10.12968/bjon.1997.6.19.1114

Rix, J., H. G. Carrizosa, J. Seale, K. Sheehy, and S. Hayhoe. 2020. “The While of Participation: 
A Systematic Review of Participatory Research Involving People with Sensory 
Impairments and/or Intellectual Impairments.” Disability & Society 35 (7): 1031–1057. 
https://doi.org/10.1080/09687599.2019.1669431

Salminen, A.-L., and M. E. Karhula. 2014. “Young Persons with Visual Impairment: Challenges 
of Participation.” Scandinavian Journal of Occupational Therapy 21 (4): 267–276. https://
doi.org/10.3109/11038128.2014.899622

Sander, M.-S., M.-C. Bournot, F. Lelièvre, and A. Tallec. 2005. “ La population en situation 
de handicap visuel en France. Importance, caractéristiques, incapacités fonctionnelles et 
di%cultés sociales.” Exploitation d’enquêtes HID 1998/99. Observatoire Régional de la 
Santé des Pays de la Loire 2005.

https://doi.org/10.1080/09687590701725575
https://doi.org/10.3109/09286586.2010.528137
https://doi.org/10.3109/09286586.2010.528137
https://doi.org/10.1080/09687590025757
https://doi.org/10.1177/000841740707405S02
https://doi.org/10.1007/s10926-015-9594-1
https://doi.org/10.1080/09638280410001658649
https://doi.org/10.1080/02674649266780141
https://doi.org/10.1080/09687599.2013.818773
https://doi.org/10.1016/j.alter.2010.07.001
https://doi.org/10.1016/j.alter.2010.07.001
https://doi.org/10.2147/CIA.S27717
https://doi.org/10.2147/CIA.S27717
https://doi.org/10.12968/bjon.1997.6.19.1114
https://doi.org/10.12968/bjon.1997.6.19.1114
https://doi.org/10.1080/09687599.2019.1669431
https://doi.org/10.3109/11038128.2014.899622
https://doi.org/10.3109/11038128.2014.899622


316 C. PIGEON ET AL.

Schölvinck, A.-F M., C. A. C. M. Pittens, and J. E. W. Broerse. 2017. “The Research Priorities 
of People with Visual Impairments in The Netherlands.” Journal of Visual Impairment & 
Blindness 111 (3): 201–217. https://doi.org/10/ggzx8q

Simui, F., S. Kasonde-Ngandu, A. M. Cheyeka, J. Simwinga, and D. Ndhlovu. 2018. “Enablers 
and Disablers to Academic Success of Students with Visual Impairment: A 10-Year 
Literature Disclosure, 2007–2017.” British Journal of Visual Impairment 36 (2): 163–174. 
https://doi.org/10.1177/0264619617739932

Visit to France: report of the Special Rapporteur on the Rights of Persons with Disabilities. 
2019. Promotion and Protection of All Human Rights, Civil, Political, Economic, Social and 
Cultural Rights, Including the Right to Development [Data Set]. 1–20. Human Rights 
Council. https://digitallibrary.un.org/record/1663797?ln=fr

Valente, D., F. Bara, and E. Gentaz. 2018. “Un guide pour concevoir des livres multisen-
soriels accessibles à tous avec la méthode du design participatif. Exemple d’un livre 
conçu avec les enfants en situation de handicap visuel.” https://hal.archives-ouvertes.fr/
hal-02098388/document

Valente, D., L. Chennaz, C. Chabaud, C. Malet, and E. Gentaz. 2022. “Co-conception d’un 
entraînement multisensoriel destiné à développer les compétences émotionnelles chez 
les enfants en situation de handicap visuel : apports de la méthodologie de design 
participatif impliquant les professionnels de la dé$cience visuelle.” ANAE 178: 405–414.

Williams, P. L., and C. Webb. 1994. “The Delphi Technique: A Methodological Discussion.” 
Journal of Advanced Nursing 19 (1): 180–186. https://doi.org/10.1111/j.1365-2648.1994.
tb01066.x

Winance, M. 2007. “Being Normally Di!erent? Changes to Normalization Processes: From 
Alignment to Work on the Norm.” Disability & Society 22 (6): 625–638. https://doi.
org/10.1080/09687590701560261

World Health Organization. 2001. International Classi!cation of Functioning, Disability and 
Health. Geneva, Switzerland: World Health Organization.

World Medical Association. 2013. “World Medical Association Declaration of Helsinki: 
Ethical Principles for Medical Research Involving Human Subjects.” JAMA 310 (20): 2191–
2194. https://doi.org/10.1001/jama.2013.281053

Zarb, G. 1992. “On the Road to Damascus: First Steps towards Changing the Relations of 
Disability Research Production.” Disability, Handicap & Society 7 (2): 125–138. https://doi.
org/10.1080/02674649266780161

https://doi.org/10/ggzx8q
https://doi.org/10.1177/0264619617739932
https://digitallibrary.un.org/record/1663797?ln=fr
https://hal.archives-ouvertes.fr/hal-02098388/document
https://hal.archives-ouvertes.fr/hal-02098388/document
https://doi.org/10.1111/j.1365-2648.1994.tb01066.x
https://doi.org/10.1111/j.1365-2648.1994.tb01066.x
https://doi.org/10.1080/09687590701560261
https://doi.org/10.1080/09687590701560261
https://doi.org/10.1001/jama.2013.281053
https://doi.org/10.1080/02674649266780161
https://doi.org/10.1080/02674649266780161

	A participatory research to design a survey providing a portrait of the life of people with visual impairments
	ABSTRACT
	Points of Interest
	Introduction
	Research process
	Recruitment of participants
	Preliminary phase
	Creative phase
	Consensus phase
	Final consultation phase
	Data analysis

	Results
	Participants
	Survey design process

	Discussion
	Conclusion and implications
	Acknowledgements
	Disclosure statement
	Funding
	ORCID
	References


