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ABSTRACT
There has been an increased emphasis on the voice of the child since the 
ratification of the United Nations Convention on the Rights of the Child 
in 1991. Since that time, health and social care researchers have increas-
ingly involved disabled children and young people in research, rather 
than relying on the views of adults as proxies, for example, parents and 
professionals. Drawing on doctoral research and the extensive experi-
ence of the authors, the aim of this article is to critically reflect on “what 
worked” along with the challenges of interviewing the children and 
young people who took part. Practical and methodological issues, 
such as the need for thorough preparation, the interview process, 
understanding the children and young people and managing the pre-
sence of others are discussed. Finally, recommendations are made for 
future researchers, including making participation fun, using a sensitive 
and individualized approach and conducting multiple visits. It is only by 
considering these factors that we can meaningfully involve disabled 
children and young people and facilitate their participation in research 
interviews. Emphasis here is on the practical issues rather than ethical 
issues that have been published elsewhere.
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Introduction

There has been an increased emphasis on the “voice” of the child, within policy, practice 
and research. This has emerged as a result of guidance within the United Nations 
Convention on the Rights of the Child (“the Convention”), ratified in the UK in 1991. 
Article 12, the right of the child to express their views and have these given due weight in 
matters affecting them, was strengthened for disabled children and young people in the 
more recent Convention on the Rights of Persons with Disabilities (CRPD). According to 
Lansdown (2009), the aim of the CRPD is not to create new rights, but to ensure that 
existing human rights are enacted. The UK signed the Convention in 2007 (but not the 
optional protocol) and ratified it on 8th June 2009. Article 7 reads as follows:

‘States Parties shall ensure that children with disabilities have the right to express their views 
freely on all matters affecting them, their views being given due weight in accordance with their 
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age and maturity, on an equal basis with other children, and to be provided with disability and 
age-appropriate assistance to realize that right.’ 

(Article 7, para. 3) (emphasis added)

Lundy and McEvoy (2012) point out that, while the Convention makes no reference to 
research, it has had a major impact on research activity concerning children. Critical 
discussion of a rights based approach, along with creative and participatory child oriented 
research methods has commanded their own place within the literature as a mechanism for 
helping children express their views in research (interested readers are referred to Barker & 
Smith, 2012; Lomax, 2012; Lundy & McEvoy, 2012; Lundy et al., 2011; Mand, 2012; 
McLaughlin & Coleman-Fountain, 2018; Pimlott-Wilson, 2012; Weller, 2012). However, 
guidance on research seeking to understand the lives of disabled children has been rather 
slower to develop and they are still less likely to take part in research (Ajodhia-Andrews, 
2016; Bailey et al., 2014; Jenkin et al., 2020; Tisdall, 2012). That is not to say that disabled 
children and young people should always be regarded as different or warrant “special” 
consideration. Many disabled children do not experience cognitive impairment and express 
their views in the same ways as other children of their age (Stalker & Connors, 2003). 
However, it has been suggested that disabled children may be doubly (Beresford, 1997) or 
triply (Kelly, 2005) disadvantaged, with regard to expressing their views in research 
potentially because of the attitudes of others, the nature of their illness, impairment or 
their individual ways of communicating.

Drawing on doctoral research, the aim of this article is three-fold: first, to report and 
critically reflect on “what worked” as regards interviewing the children and young people 
who took apart from the perspective of the researchers; second, to explore the challenges; 
and, finally, to make recommendations that may assist future researchers. The emphasis 
here is on practical and methodological issues rather than ethical issues or the findings of 
the research which have been previously reported (McNeilly et al., 2015, 2017, 2020).

Methods

The ESRC funded study on which this paper is based aimed to explore the experiences of 
disabled children and young people, and their parents in decision making about health and 
social care. Participants included 18 disabled children and young people aged six to young 
adulthood from one local Health and Social Care Trust, recruited by purposeful sampling 
from two local advocacy groups. Participants had varying physical, cognitive, sensory and 
communication impairments. Five had verbal communication, ten used speech but had 
limited verbal expression, and three had no speech.

The study employed mixed methods based on survey methodology and interpretative 
phenomenology. However, the focus here will be on the interviews and participatory 
methods used with the children and young people (with pseudonyms used). Ethical 
approval was obtained from the Office for Research Ethics Committees Northern Ireland, 
the University and the Trust where the research was conducted. Davis (2009) and Bailey 
et al. (2014) highlight the importance of involving disabled children and young people in 
the research process. In this research, two disabled young adults from a local advocacy 
group acted as advisors for the study from its initial conceptualization through to the data 
analysis phase. The sections that follow discuss the interview process, the use of a toolkit to 
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assist data collection and communication, understanding the children and young people 
and managing the presence of others.

The interview process: the preparatory phase

Previous researchers have recommended meeting with disabled children and young people 
as research participants on more than one occasion (see for example, Underwood et al., 
2015), and such an approach used in this study. The first visit was an introductory visit to 
meet the child or young person, to build rapport and find out if they were interested in 
taking part. This first visit also provided an opportunity to learn about the child or young 
person’s way of communicating and to determine which data collection tools/participatory 
methods were most suited to and preferred by the child. Data collection (the interview) was 
conducted during the second visit. While this was time consuming and potentially expen-
sive in terms of funding, it was essential in terms of reducing bias and capturing the views of 
children and young people in a reliable and valid way.

Because of the diversity of the children and young people, in terms of age, impairment 
and level of understanding, three interview schedules were prepared as recommended by 
previous researchers (see, for example, Kelly, 2007; Kilkelly et al., 2004). All three schedules 
asked the same questions in an increasingly complex format. These acted as an aide memoir, 
rather than a strict schedule, to preserve and foster a relaxed and natural approach to the 
interview.

Interview process: the data collection phase

Children and young people had received written information and a DVD about the research 
in advance of the first contact, and rapport was subsequently built quickly during the first 
introductory meeting (see Kelly, 2007; Lewis, 2001; Stalker & Connors, 2003). A number of 
additional resources were used successfully to help build rapport. Firstly, a life map or 
poster where children or young people were asked to identify people who were important to 
them. Secondly, pictures or photos of things they liked/disliked were used with or without 
like/dislike post boxes. A proportion of likes and dislikes pictures, symbols and photos were 
provided based on prior information (for example, about TV programmes, cartoon char-
acters, foods, animals) gained from parents which helped the researcher to quickly build 
rapport with the child.

The use of the toolkit

When conducting qualitative research, researchers have recommended offering children and 
young people a choice of multiple methods (see for example, Ajodhia-Andrews, 2016; Coyne 
et al., 2009; Darbyshire et al., 2005; Hill, 2006; Kelly, 2007; Underwood et al., 2015), and it was 
evident that a “one size fits all method” would be inappropriate for this research. Jenkin et al. 
(2020) notes the need for a variety of methods to faciliate data collection with disabled 
children. In this study, an activity based-tool kit was compiled, based on previous research 
that sought the views of disabled children and young people (full list available from the first 
author) and on feedback from the two young people acting as advisors to the study. This 
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ensured that children and young people could express their views and could be given disability 
and age-appropriate assistance to realize that right in keeping with Article 7 discussed earlier.

While some researchers have developed data collection tools aimed specifically at 
children of different age groups (for example, Coad et al., 2009), disabled children and 
young people may find it difficult to engage with some activities, regardless of their age, 
because of the nature of their impairment. Thus, in keeping with their rights, data collection 
tools in this study were selected on the basis of children and young people’s preferences 
expressed during the first visit and, to a lesser degree, on the advice of parents or profes-
sionals who knew them well. However, it was important to enable participation in keeping 
with the ethos of the study. Hence children and young people selected tools they wished to 
use and offered help in a sensitive manner if needed.

Tools used, included (1) art and craft-based materials and toys (2) pictorial and verbal 
cues and (3) resources that helped children to indicate likes and dislikes, yes/no or to 
indicate agreement or disagreement. While a discussion of each is beyond the scope of this 
article, Table 1 sets out the key advantages and limitations of the methods used. Meeting the 
child or young person prior to data collection and carefully considering tools that might 
best be suited on an individual basis was particularly useful in terms of choice of tool(s) 
used. Compiling the toolkit was time consuming but vital in terms of facilitating meaningful 
participation by those who took part. While it is noted that at times it was not possible to 
collect in depth data using some of these methods, they provided a vital conduit for all 
participants to express their views and opinions about their lives.

While these materials provided valuable data, they also provided a mechanism to explore 
relevant issues further. Stalker and Connors (2003) maintain that such materials act as 
a distraction when children talk about their feelings, help maintain the child’s interest and 
facilitate communication with those who use alternative means of communicating. This was 
evident in this study. Many children and young people clearly enjoyed the tools used and 
this helped engage them and maintain their interest in the topics explored:

Researcher: What did you like best of everything we’ve done? Did you like the boxes or the 
[laminated] cards or the hospital?

EOIN: I liked everything.

Researcher: You liked everything . . . Well do you want to do a quick drawing and I think that’s us.

EOIN: Yeah!

[EOIN: 6 years old]

However, the concentration of a few children waned after a short period of time and it was 
important to establish if this indicated the withdrawal of consent from just one activity or 
participation in the research.

Understanding children and young people

Stalker and Connors (2003, p. 27) maintain that talking with disabled children is often no 
different than communicating with any other child, and the most important rule for 
researchers to follow is to see the child as a child first and disabled second. Nevertheless, 
they sometimes experienced difficulty in understanding a young person, despite having 
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undertaken additional, advanced training in communicating with disabled children and 
young people (see also Crisp et al., 2002; Harrison et al., 2005; Kelly, 2007; Marchant et al., 
2002). In this study, communication was optimized by using a calm, unhurried approach, 
and when necessary, checking back with the child or young person for clarification, to 
ensure accurate understanding (McNeilly, 2012). For example, a 13 year old girl with 
a physical impairment and very little speech indicated that she wanted to do the interview 
on her own. However, the researcher found it difficult to understand what she was saying 
and had to continually check her understanding or ask the young person to repeat her 
statements. As this was tiring for the researcher and the young person, it was necessary to 
check if she needed a rest or wanted to end the session:

Researcher: I think we’re doing really well but I’m quite slow at understanding you. So if you’re 
getting tired, or you want somebody in to help, will you tell me?

ORLA: [nods]

[ORLA: 13 years old]

Table 1. Advantages and limitations of the creative methods utilized.
Tool Advantages Limitations

Poster/life map 1. The child or young person could do it with 
the researcher if necessary and this 
helped to build rapport. 

2. It was enjoyable for those who chose it.

Boys tended to dislike art or writing activities.

Like/dislike post 
boxes

A fun activity and popular choice that helped 
build rapport as well 
as facilitate data collection.

Somewhat limited in terms of depth of data 
collected.

Art and craft 
materials

1. Children and young people who chose it 
clearly enjoyed this activity. 

2. It helped tap into the language of the child.

Not all participants could utilize these materials due 
to the nature of their 
physical impairments. It was important to 
facilitate participation and choice. 
The researcher offered help when necessary.

Play hospital 1. Fun and appealing to younger children. 
2. It provided context when questions were 

asked about experiences in the hospital 
setting.

The pieces were small rendering handling them 
difficult for some participants. 
Some children just wanted to play rather than 
answer the research questions.

Word choice/ 
sentence 
completion 
using laminated 
cards

Provided a clear framework that participants 
could use, particularly those with little 
speech.

These were purposefully designed to facilitate the 
participation of those with little 
speech or cognitive limitations . Hence they were 
limited in terms of available options 
and depth in the data.

Feelings faces 1. Encouraged children and young people to 
express their feelings and facilitated 
communication in those with little or no 
speech. 

2. Participants clearly identified with the 
feelings shown.

Some symbols represent more than one feeling. 
Symbols for “happy” and “sad” 
also represent “yes” and “no”. Hence the 
researcher had to be mindful of the limitations 
of the symbols when interpreting the data.

Yes/no/don’t know 
cards

1. Fun activity that helped build rapport as 
well as data collection. 

2. Provided clear and unambiguous options for 
those with less speech.

Limited in terms of depth in the data collected.

Talking Mats© Well validated tool used to assist those with 
communication impairment to express 
their views.

One participant did not want to use it as it 
reminded him of school.
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Managing the presence of others during the interviews

The presence of parents during interviews with children has been discussed by a number of 
previous researchers (Gardner & Randall, 2012; Macdonald & Greggans, 2008). While 
parents can play an interpretive role, particularly where disabled children and young people 
are concerned and they can provide much support, their presence can have unhelpful 
consequences. Some researchers have reported that parents of disabled children, can 
dominate the interview and speak for the child (Lewis, 2001; Marchant et al., 1999). 
When parents are present, Marchant et al. (1999) found that it was helpful to continue to 
engage directly with the child, to ask the child to comment on what the parent is saying, and 
to ask the child what they thought. In their research, Lewis (2001) and Stalker and Connors 
(2003) explained to parents that the researchers would like to visit children on their own 
and this was the strategy adopted in the present study and addressed in the parent 
information sheet. However, the researcher emphasized to parents that if they or their 
son or daughter was not happy with this arrangement then this was no problem. Most 
parents, children and young people had no issue with the parent not being present. All 
parents stayed for the first visit when their child was interviewed at home but only 6 parents 
stayed during data collection in the second visit because, when asked, the child or young 
person said they wanted their mother to be present. The child or young person’s role in the 
research was emphasized to parents from the outset, with the result that, when they were 
present, the majority interpreted, prompted or encouraged their participation without 
speaking for them.

Siblings were sometimes present when the researcher arrived at the house and this could 
be challenging and required sensitive handling. Lewis (2001) noted that, in her research, 
siblings needed to be distracted and provided with their own activities before she could 
conduct the session with the research participant. In this study, a younger sibling who, on 
arrival for the first visit, was watching her sister making a picture from the stairway, was 
later invited to join in and draw a picture as well and both were given a sticky badge when 
the researcher was leaving. On another occasion, with the agreement of the child, a 12 year 
old sibling played an important interpretive role.

Discussion

The aim of this article was three-fold: to report and critically reflect on “what worked” as 
regards interviewing the children and young people who took apart in this research, to 
explore the challenges, and to make recommendations that may assist future researchers. As 
stated earlier, disabled children and young people have the right to express their views freely 
on all matters affecting them on an equal basis with other children, and should be provided 
with disability- and age-appropriate assistance to realize that right. In this article we have 
discussed “what worked” in addition to the challenges encountered in the planning and 
conduct of doctoral research, and what other researchers have found to be both helpful and 
challenging (Harrison et al., 2005; Kelly, 2007; Kilkelly et al., 2004; Lewis, 2001; Rabiee et al., 
2005; Stalker & Connors, 2003). Lundy and McEvoy (2012) point out that a rights based 
approach needs to be adopted during the planning stage of research, in order to ensure that 
its conduct is rights based. As such, in this study, input from two disabled young adults was 
particularly beneficial around the use of participatory and creative methods of data 
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collection that facilitated the wide participation of children and young people. Based on the 
authors’ experiences and the content presented earlier in this article, recommendations for 
future researchers planning to interview disabled children and young people have been set 
out (see Box 1).  

Box 1. Recommendations for future researchers.

● Start from the viewpoint that all disabled children and young people can participate in research, in keeping with their 
participatory rights.

● Find out as much as possible about each individual child and their way of communicating prior to meeting them.
● Consult with disabled children or young people about the study design and interviewing approach from the outset.
● Consider conducting multiple visits within a short time frame, with the first contact for introductions and building 

rapport.
● If interviews are conducted in the home setting, then the role and presence of parents or others should be clearly 

negotiated from the outset.
● Remember that children and young people will often discuss the most relevant issues when doing something else.
● Make sure the emphasis of the interview is fun; a bored child or young person will lose interest at an early stage. 

Consider incorporating an element of surprise, for example, keeping resources in a brightly colored box or bag and 
asking the child or young person to unpack them.

● Be sensitive to the needs of older children and young people – ask them what resources they would like to use if any. They 
may prefer a straightforward talking interview or they may like to engage in activities used by much younger children.

● Be prepared to walk away from an interview with little or no data, for example, a child or young person may not be 
willing to participate or may not feel like contributing on a particular day; and, if necessary, to change the approach to 
the research interview on subsequent visits.

Moving forward, Lundy et al. (2011) discuss the need to involve young children as co- 
researchers whilst recognizing that there are limits to what they might want to do. Similarly, 
more emphasis is needed on building capacity in disabled children and young people to 
enable them to take on the role of peer researchers as experts in their own lives (Kelly et al., 
2017). Jenkin et al. (2020) have produced a set of principles for researching with disabled 
children. Additionally inter-professional guidelines (addressing specific practical and ethi-
cal issues) for researching with disabled children and young people should be developed in 
partnership with them and other key stakeholders.

Strengths and limitations of the research

Like all research, this study has strengths and limitations. Guidance from both reference 
groups was vital in this study as discussed earlier. A further strength was the experience of 
the projects’ supervisors both as social workers and as researchers in designing the study 
and guiding the research process. My own experience of working with children, young 
people and families as a children’s nurse both in the hospital and community setting for 
many years was also a strength. Researching with disabled children and young people, in 
particular, presents many challenges to the novice researcher. A further strength of this 
study was the effort put into designing a variety of data collection tools and mechanisms to 
engage children and young people in the process of informed consent in a meaningful way. 
The first author’s previous work on researching with disabled children and young people, 
a dissertation for a MRes (Masters in social research methods), was invaluable when 
meeting and collecting data with children and young people.

Nevertheless, this study also had limitations. While it is acknowledged that the number 
of children and young people in this study was relatively small, generalizability to the 
population as a whole was not the aim of this study. The co-morbidity of children and 
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young people’s impairments did not allow for in depth analysis of specific issues for those 
with physical, cognitive, sensory or communication impairments. Researching with dis-
abled children and young people has additional challenges but this should not preclude 
their participation in research.

Conclusion

Disabled children and young people have a wealth of knowledge and experience that can 
help shape the health and social care services that they use. In order to elicit their views, 
researchers need to develop a range of skills and methods and be both proactive and 
responsive when conducting research. While there is an emerging literature relating to 
researching with disabled children (Mitchell et al., 2009; Stalker and Connors; Stalker, 2012; 
Bailey et al., 2014), more critical and open discussion is needed about the inherent 
challenges that can arise, how these may be surmounted and essentially what works within 
this field of research. In so doing we can ensure that disabled children and young people 
participate in research on an equal basis with other children.
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