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Abstract 

Background 

This paper reports the experiences of developing and pre-testing an Easy Read version of 

the Adult Social Care Outcomes Toolkit (ASCOT) for self-report by people with intellectual 

disabilities.  

Method 

The study has combined survey development and pre-testing methods with approaches to 

create accessible information for people with intellectual disabilities. A working group 

assisted researchers in identifying appropriate question formats, pictures and wording. 

Focus groups and cognitive interviews were conducted to test various iterations of the 

instrument. 

Results 

Substantial changes were made to the questionnaire, which included changes to 

illustrations, the wording of question stems and response options. 

Conclusions 

The process demonstrated the benefits of involving people with intellectual disabilities in 

the design and testing of data collection instruments. Adequately adapted questionnaires 

can be useful tools to collect information from people with intellectual disabilities in survey 

research; however its limitations must be recognised.  
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1 Introduction 

Most research underpinning the evidence-base of policy and practice in health and social 

care tends to favour groups that can access and understand information more easily: people 

who are able to respond to standardised interviews and communicate their thoughts 

(Beadle-Brown et al. 2012). Although inclusive research has been rapidly growing since the 

early 2000s, the inclusion of the views of people with intellectual disabilities in large surveys 

remains uncommon (Williams et al. 2015). It requires, among other things, robust but 

adapted data collection techniques. This paper aims to contribute to these by adapting and 

improving an existing measure for use by people with intellectual disabilities and autism. 

The Adult Social Care Outcomes Toolkit (ASCOT) (Malley et al. 2012; Netten et al. 2012; 

Makai et al. 2014) is a standardised tool used to collect data on adult social care outcomes. 

It measures social care-related quality of life in eight domains: control over daily life; dignity; 

food and drink; accommodation cleanliness and comfort; occupation; personal cleanliness 

and comfort; personal safety; social participation and involvement. As far as possible it 

seeks views from service users themselves and is based on the idea that those in the best 

position to comment on whether services are meeting a given need are the persons in 

receipt of those services (http://www.pssru.ac.uk/ascot/). The ASCOT is used as part of the 

Personal Social Services Adult Social Care Survey (ASCS) in England, an annual postal survey 

of service users (http://www.hscic.gov.uk/socialcare/usersurveys/).  

There is an existing Easy Read version of ASCOT that has been used in the ASCS since 

2010/2011 (http://www.hscic.gov.uk/socialcare/usersurveyguide1011). This was developed 

under time constraints and with the aim of minimising changes to the wording of the main 

ASCOT questionnaire. New Easy Read guidance published since then (Department of Health 

2010b) as well as feedback from local authorities and survey participants suggested that a 

revision of the questionnaire was timely and justified to make it more user-friendly (e.g. 

HSCIC 2015, p. 8 and p. 18).  

This paper reports the experiences of developing and pre-testing a new Easy Read version of 

ASCOT. The main purpose of this paper is to describe the inclusive process of developing an 

Easy Read questionnaire with the support and input from people with intellectual 

disabilities. 

 

2 Background 

 

It is estimated that up to 90% of people with intellectual disabilities have communication 

difficulties, with around half of these thought to have significant communication deficits 

(Baker et al. 2010).  Communication problems can affect expressive, understanding, as well 

http://www.pssru.ac.uk/ascot/
http://www.hscic.gov.uk/socialcare/usersurveys/
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as functional and social interaction skills (Bradshaw 2011, pp. 96-97). However, there is a 

dearth of robust and contemporary prevalence figures. 

The challenges of using self-report questionnaires with people with intellectual disabilities 

are well documented in the literature (e.g. Finlay & Lyons 2001; Finlay & Lyons 2002). The 

use of complex sentence structures に such as passive voice and negatively worded 

structures; ambiguous wording in question phrasing; difficult, long or unfamiliar words に is 

likely to be challenging. Difficulties can also arise with questions that require a judgement or 

recall of time, frequency, degrees or quantities, and direct comparisons. Socially reflexive 

questions, abstract concepts and generalised judgements as well as unfamiliar content can 

also be problematic (Finlay & Lyons 2001). Fitting responses into pre-defined answer 

options requires abstract thinking, so it is potentially difficult for some people with 

intellectual disabilities.  

Written self-report questionnaires can present particular challenges for people with 

intellectual disabilities, some of whom might have limited or no literacy (Katims 2001). 

Reading is a complex skill that involves lexical decoding as well as literal and inferential 

comprehension (Fajardo et al. 2014). Previous research has shown that reading is a specific 

area of difficulty for many individuals with intellectual disabilities (Conners 2003). 

Thus, written questionnaires often have to be presented orally for people with intellectual 

disabilities. Certain question formats are less suitable for oral presentation, which in itself 

can be challenging as it requires consistently high levels of attention as well as matching the 

speed of their cognitive processing to the speed of speech delivery (Cummins 2005). The use 

of external help to read or interpret questions can also result in social desirability bias in 

reporting potentially sensitive content (Krosnick & Presser 2010). 

Various strategies have been recommended to improve the validity of responding by people 

with intellectual disabilities. Task difficulty can be reduced by the use of visual (pictorial) 

representations, clear and simple question phrasing and formats, and the use of clarifying 

questions (Finlay & Lyons 2002; Hartley & MacLean 2006). Additional explanations by 

interviewers or other sources of support can also reduce task difficulty; however, they might 

introduce bias and raise issues around social desirability, compliance and validity (Antaki et 

al. 2002; Elliott et al. 2008). The screening of respondents with intellectual disabilities has 

also been highlighted as a way of improving the validity and reliability of data by only 

including those who have the ability to respond appropriately (Finlay & Lyons 2001; 2002; 

Hartley & MacLean 2006).  

Making information easier to understand for people with intellectual disabilities is 

increasingly seen as a personalised process (Oldreive & Waight 2013; Goodwin et al. 2015). 

Buell (2015) notes three key issues in relation to the design and delivery of accessible 

information. First, the importance of good design: the analysis of the intended target 
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audience and the inclusion of their representatives in the production team. Second, the way 

people understand information and ideas is a complex cognitive process that is unique for 

each individual based on their personal experiences, linguistic and cognitive abilities. Finally, 

Buell highlights the heterogeneity of the target audience and warns デｴ;デ さover-reliance on a 

universal design is unrealistic and probably ineffectiveざ ふヮ. 88). Features that might be 

helpful for some people can be problematic for others (Finlay & Lyons 2001). 

Ways of making information accessible include the use of video and audio materials, face-

to-face communication and Easy Read materials (Oldreive & Waight 2013; Walmsley 2010, 

2013). Easy Read is characterised by plain language, simple layout and format, and the use 

of images to illustrate key messages in the text. There are no common standards for 

producing Easy Read information, although there are national and international guidelines 

(e.g. Department of Health 2010b; Inclusion Europe 2014). Easy Read publications can be 

found in a variety of formats and styles: the most common being black and white drawings 

and photographs. Images can be used to illustrate single words or concepts as well as 

abstract or complex ideas に a whole sentence or a paragraph. Different groups or 

organisations express a preference for different styles (i.e. photographs or drawings). 

However, there is a lack of robust, empirical research to support the use of Easy Read and 

available evidence on the effectiveness of different modalities and formats is limited and 

inconclusive (Fajardo et al. 2014; Hurtado et al. 2014). A common criticism is that Easy Read 

information favours more able individuals and it is inaccessible to large groups of people 

with more severe intellectual disabilities (Goodwin et al. 2015; Oldreive & Waight 2013).  

 

3 Aims 

The aim of this study was to develop and test a new version of the ASCOT Easy Read 

questionnaire (ASCOT-ER), building on an initial (un-tested) version. Specifically, the aim was 

to create an instrument that is easy to understand and minimises task difficulty for 

respondents with intellectual disabilities.  

Having help to complete outcome measures is one way to enable people to take part and 

けｴ;┗W ; ┗ﾗｷIWげ H┌デ デｴｷゲ I;ﾐ ;ﾉゲﾗ IヴW;デW Hｷ;ゲ. So another aim of this study was to reduce the 

need for help as far as possible. 

 

4 Methods 

There is little information in the literature on the best ways to develop or adapt surveys and 

questionnaires for self-report for people with intellectual disabilities. This project has 

combined conventional survey development and pre-testing methods (Collins 2003) with 

approaches to create accessible information. The project received a favourable ethical 
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opinion from the Social Care Research Ethics Committee in England (Reference: 

13/IEC08/0015). 

Given the main use of the Easy Read ASCOT questionnaire in large scale postal surveys, the 

use of Easy Read format with plain text and pictures seems appropriate and justified. Based 

on theoretical and practical considerations it was decided that black and white drawings 

would be used in the questionnaire. Grove (2014) argues that photographs of actual people 

can be distracting because users have to learn to substitute a more abstract idea; therefore, 

graphic images can be less confusing for abstract ideas. From a practical point of view, black 

and white graphic images are easier to reproduce in high quality than photographs. The 

research team worked with CHANGE, an organisation led by people with disabilities, to 

develop illustrations for the revised questionnaire. The aim was to identify or に where 

necessary に create images that are easily guessable and convey the content of each domain 

(Dada, Huguet & Bornman 2013). 

The study used the existing version of ASCOT-ER as the starting point and then employed 

various qualitative methods to redesign and cognitively test the revised instrument (see Fig. 

1):  

1) A working group consisting of people with intellectual disabilities and/or autism and 

acting as an expert panel assisted researchers in identifying appropriate question 

formats, pictures and wording in various iterations of the instrument. The purpose of 

the first working group session was to review the existing ASCOT-ER and make an 

assessment regarding its usability among people with an intellectual disability and 

autism. The second working group focussed on making changes based on this initial 

assessment for testing in the focus groups. Then, each stage of testing was followed 

by presenting subsequent findings to the working group (third and fourth sessions) 

and discussing suggested changes as a result of these findings. The fifth and final 

working group session discussed the final report and reflected on the experiences of 

being involved in the project. 

2) Eight focus groups with a total of 32 participants with an intellectual disability and/or 

autism were conducted to gain feedback on the first revision of the ASCOT-ER. Each 

focus group tested two or three domains に using the approach described in the 

Methods section に and each domain was tested at least twice in different focus 

groups. 

3) Twenty-two one-to-one cognitive interviews were conducted with people with an 

intellectual disability and/or autism in testing the second revision of the instrument.  
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Figure 1: Main project phases  

 

 

Recruitment and characteristics of participants  

All participants, including the working group, were recruited through self-advocacy 

organisations and service providers for people with intellectual disabilities in the South East 

of England. They all had capacity to consent, could express themselves verbally and were 

able to contribute to discussions in English.  

The working group consisted of five men with an intellectual disability or autism. They had 

different levels of needs and abilities: some of them lived independently with minimal help, 

and others had more support. Two people were unable to read. Information about the 

characteristics of focus group and interview participants was gathered using a self-report 

(Easy Read) questionnaire (Table 1).  

 

Table 1 about here 

 

Working methods 

A けstaggered revealげ approach was designed to provide a structured format to facilitate 

working group and focus group discussions. It consisted of first showing participants only 

the picture that was associated with a question, then the picture and the question stem 

without the response options, and lastly the whole item (question stem and responses). 

TｴWゲW ┘WヴW ゲｴﾗ┘ﾐ デﾗ W;Iｴ ヮ;ヴデｷIｷヮ;ﾐデ ﾗﾐ ゲWヮ;ヴ;デW ゲｴWWデゲ ﾗa ヮ;ヮWヴ ┘ｷデｴ W;Iｴ けヴW┗W;ﾉげ 
(turning over to next sheet) gradually containing more of the question in its entirety. Each 
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stage involved questions about the adequacy of the pictures, and the clarity of questions 

and answers. This enabled researchers to consistently structure notes, analysis and 

feedback from participants and helped both researchers and participants to focus on and 

consider each element of the question i.e. pictures, question stem and question response 

options. It also helped to explore, in a systematic way, difficulties in understanding and 

cognitive processing.  

A ranking task was carried out before focus group discussions that aimed to explore 

whether participants were able to use four-point visual scales adequately. People were 

asked to order two sets of four show cards starting frﾗﾏ さHWゲデざ デﾗ さ┘ﾗヴゲデざ ;ﾐS さﾏﾗゲデ 
aヴWケ┌Wﾐデざ デﾗ さﾉW;ゲデ aヴWケ┌Wﾐデざ without any context. All show cards had happy or sad faces 

and text (Fig. 2).  

The cognitive interviews used a face-to-face semi-structured interview format and were 

conducted by the research team. Traditionally, cognitive interviews combine さデｴｷﾐﾆ-;ﾉﾗ┌Sざ 
prompts with probing questions (Presser, Couper et al. 2004). However, the two techniques 

put different cognitive demands on respondents; さデｴｷﾐﾆ-;ﾉﾗ┌Sざ デWIｴﾐｷケ┌Wゲ ;ヴW IﾗﾐゲｷSWヴWS 
cognitively more demanding than probing questions (Collins 2003). Here, all さデｴｷﾐﾆ-;ﾉﾗ┌Sざ 
prompts were followed up by ヮヴﾗHｷﾐｪ ケ┌Wゲデｷﾗﾐゲ デﾗ W┝ヮﾉﾗヴW ヴWゲヮﾗﾐSWﾐデゲげ ┌ﾐSWヴゲデ;ﾐSｷﾐｪ ﾗa 
the questions, and how and why particular answers were selected. 

Working group and focus group discussions as well as cognitive interviews were audio-

ヴWIﾗヴSWS ┘ｷデｴ ヮ;ヴデｷIｷヮ;ﾐデゲげ ヮWヴﾏｷゲゲｷﾗﾐく Working group and focus group discussions were 

summarised in detail after each meeting. Notes were thematically analysed to check for 

misunderstandings, inconsistent interpretations, concept coverage and adequacy of images. 

The findings from these were incorporated into the revisions of the questionnaire (see Fig. 

1).  

Cognitive interviews were transcribed verbatim for analysis. Field notes were prepared 

summarisinｪ ﾗHゲWヴ┗;デｷﾗﾐゲ ﾗﾐ ヴWゲヮﾗﾐSWﾐデゲげ HWｴ;┗ｷﾗ┌ヴ ;ﾐS デｴW IｷヴI┌ﾏゲデ;ﾐIWゲ ﾗa デｴW 
interview (e.g. presence of supporters). Transcripts and field notes from cognitive 

interviews, alongside responses for the ASCOT-ER questionnaire were transferred to NVivo 

for thematic analysis (Braun & Clarke 2006). Transcripts were coded using a combination of 

attribute coding (Saldaña 2013, pp. 69-72) and structural coding (pp. 84-87) with a frame 

consisting of codes for domains, images, visual response scale, misunderstandings, 

difficulties with interpretation, requests for clarification, and contradiction/potential bias. 

 

Analysis 

The analysis of materials from the working group, focus groups and cognitive interviews was 

led by three main questions that also guided the overall revision of the questionnaire: 
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1) Can participants understand the questions and response options? Are they interpreted 

in accordance with the domain descriptions and answered in a way that is relevant to 

the context? Are questions and responses options interpreted consistently across 

respondents?  

2) Are respondents able to answer the questions, in particular:  

a. Are their answers based on their experiences?  

b. Is there any evidence of systematic bias in responding? 

3) Do the pictures help respondents to answer the questions, particularly: 

a. How well do the pictures reflect the content of the questions?  

b. Does the visual response scale help respondents to choose an answer? Is the 

difference between the response options clear? 

 

5 Findings from pre-testing the revised ASCOT-ER  

This section presents the main findings from the development and cognitive testing of the 

questionnaire in focus groups and individual interviews, concentrating on three areas: the 

interpretation of questions; the use of the four-point scale response format; and any 

evidence of bias.  

 

Findings related to understanding and interpreting the questions 

Food and drink 

The question wording (Fig. 3) was understood by focus group participants and cognitive 

interview respondents. Responses reflected different experiences, and attention was paid to 

the variety and balance of the food and drink that people were consuming, as intended by 

the domain description. Those who selected デｴW デﾗヮ ﾗヮデｷﾗﾐ ふけI ｪWデ ;ﾉﾉ デｴW aood and drink I 

ﾉｷﾆW ┘ｴWﾐ I ┘;ﾐデげぶ often commented that they lived on their own or prepared their own 

food so さ┘ｴWﾐ I ┘;ﾐデ ゲﾗﾏWデｴｷﾐｪが I ｪWデ ｷデざ. Others mentioned the variety of foods that they 

eatく A aW┘ ヮWﾗヮﾉW ヮｷIﾆWS デｴW デｴｷヴS ﾗヮデｷﾗﾐ ふけI Sﾗ ﾐﾗデ ｪWデ ;ﾉﾉ デｴe food and drink I like when I 

┘;ﾐデげぶ ;ﾐS W┝ヮﾉ;ｷﾐWS the reason (e.g. they have to eat what their mum cooks, cannot afford 

take-away food as often as they would like it etc.).  

For three cognitive interview ヴWゲヮﾗﾐSWﾐデゲ デｴW SｷaaWヴWﾐIW HWデ┘WWﾐ さ;ﾉﾉ デｴW aﾗﾗS ;ﾐS Sヴｷﾐﾆざ 
ふデﾗヮ ;ﾐゲ┘Wヴぶ ;ﾐS さWﾐﾗ┌ｪｴ ﾗa デｴW aﾗﾗS ;ﾐS Sヴｷﾐﾆざ ふゲWIﾗﾐS ;ﾐゲ┘Wヴぶ ┘;ゲ ヮﾗデWﾐデｷ;ﾉﾉ┞ unclear: 

Q: Why did you choose that answer (I get enough of the food and drink I like when I 

want)? What were you thinking about when you chose that answer? 

A: I can eat the food what I want. 
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Q: Okay. And can you tell me why you chose this answer and not this answer? What do 

┞ﾗ┌ デｴｷﾐﾆ ｷゲ デｴW SｷaaWヴWﾐIW HWデ┘WWﾐ さI ｪWデ ;ﾉﾉ デｴW aﾗﾗS ;ﾐS Sヴｷﾐﾆ I ﾉｷﾆW ┘ｴWﾐ I ┘;ﾐデざが ﾗヴ さI ｪWデ 
Wﾐﾗ┌ｪｴ ﾗa デｴW aﾗﾗS ;ﾐS Sヴｷﾐﾆ I ﾉｷﾆW ┘ｴWﾐ I ┘;ﾐデざい 

A: I eat enough food. 

(Female, lives in her own home with support)  

 

Personal cleanliness and comfort (Being presentable) 

This domain asks respondents to consider how presentable they feel. Being presentable is 

explained as being clean, having clean clothes and feeling comfortable in what one is 

wearing. In focus groups and cognitive interviews デｴW ┘ﾗヴS けヮヴWゲWﾐデ;HﾉWげ ┘;ゲ ｴｷｪｴﾉｷｪｴデWS ;ゲ 
being potentially difficult and nearly all respondents commented that they had never heard 

it. However, all but two respondents understood the question without additional 

explanation or prompts に other than the explanation provided in the question stem に and 

responded adequately. Two participants misunderstood the question and thought about 

ｴﾗ┘ デｴW┞ aWWﾉ ┘ｴWﾐ Sﾗｷﾐｪ けヮヴWゲWﾐデ;デｷﾗﾐゲげ as part of their self-advocacy work. Most 

participants selected the top answer referring to keeping clean, wearing clean and 

comfortable clothes, choosing what to wearが ;ﾐS デヴ┞ｷﾐｪ デﾗ さﾉﾗﾗﾆ ﾐｷIWざ.  

 

Accommodation cleanliness and comfort 

This question asks respondents to consider how clean and comfortable their home is and it 

was understood without any difficulty by focus group and cognitive interview participants. 

Responses emphasised the cleanliness aspect of the question and some participants living in 

shared accommodation were able to integrate various aspects of this into their response. 

A: Iデげゲ ; ゲｴ;ヴWS ｴﾗﾏWく 

Q: Iデげゲ ; ゲｴ;ヴWS ｴﾗﾏWく “ﾗ ┘ｴWﾐ ┞ﾗ┌げヴW デｴｷﾐﾆｷﾐｪ ;Hﾗ┌デ ｷデ HWｷﾐｪ ; ゲｴ;ヴWS ｴﾗﾏW ｴﾗ┘ 
would you answer this question of how clean and comfortable your house is?  

A: I ｴ;┗W デﾗ ヴWﾏｷﾐS デｴWﾏ デﾗ IﾉW;ﾐ デｴW H;デｴ ;ﾐS aﾉ┌ゲｴ デｴW デﾗｷﾉWデ ;ﾐS ﾏ;ﾆW ゲ┌ヴW ｷデげゲ ;ﾉﾉ 
clean.  

Q: Okay. So you have to remind the others. So if you had to pick an answer which one 

would it be? Which one fits best?  

A: Most probably that one.  
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Q: Say my home is quite clean and comfortable, okay. So the second one down. Okay. 

So which rooms were you thinking about when you were answering that question?  

A: My room would be really nice and tidy. 

Q: Okay. Okay, so your room would be the first one but when you were thinking about 

all of the house you put the second one, okay, and which rooms were you thinking about?  

A: The bathroom.  

(Female, lives in shared home) 

 

Personal safety 

The safety domain and the original question included how safe people felt both at home 

and outside their home considering various aspects of safety such as abuse, being a victim 

of crime and accidents. Discussions with the working group revealed that this was 

cognitively too challenging because most reported feeling very different at home and in the 

community. For example, one participant explained that he felt safe in his home but was 

more anxious when outside because of being the victim of a previous assault.  

These considerations led the research team to split the original question into two questions: 

one relating to safety inside the home and the other to how safe people feel when they are 

outside in their neighbourhood and local community. The new questions were understood 

by all respondents in a consistent way and they were able to answer adequately, 

commenting on various aspects of safety に including accidents に and personal experience.  

 

Social participation and involvement 

This question asks participants to consider how they feel about their social life, which is 

explained as spending time with people they like including family, friends and people in the 

community. P;ヴデｷIｷヮ;ﾐデゲ ｷﾐ aﾗI┌ゲ ｪヴﾗ┌ヮゲ SWゲIヴｷHWS デｴW ケ┌Wゲデｷﾗﾐ ;ゲ さゲデヴ;ｷｪｴデaﾗヴ┘;ヴSざ ;ﾐS 
easy to understand, and all participants were familiar and happy witｴ デｴW デWヴﾏ けゲﾗIｷ;ﾉ ﾉｷaWげく 
Similarly, cognitive interview participants appeared to understand the question and 

responded adequately reflecting on their experiences of seeing and keeping in touch with 

people important to them.  
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Occupation 

This domain encourages respondents to consider all activities in their daily lives. To 

encompass this complexity bullet points are used in the question to list the main areas 

respondents are encouraged to think about when answering this item. As a result, this is the 

longest question in the questionnaire and some respondents needed to read (hear) it more 

than once to process it fully. Nevertheless, participants did not need any further explanation 

nor did they highlight any difficult words. Participants were considering a range of activities 

when answering the question, including work, college, community groups and leisure 

activities, which reflected the original content of the domain. Responses seemed to reflect 

the variety of experiences and satisfaction with daily activities.  

 

Control over daily life 

Control over daily life was one of two domains (alongside Dignity) that presented particular 

challenges during the development of ASCOT-ERく Cﾗﾐデヴﾗﾉ ﾗ┗Wヴ S;ｷﾉ┞ ﾉｷaW ｷゲ SWaｷﾐWS ;ゲ さデhe 

service user can choose what to do and when to do it, having control over his/her daily life 

and activitiesざく TｴW aｷヴゲデ ｷデWヴ;デｷﾗﾐ ﾗa デｴW ケ┌Wゲデｷﾗﾐ ┌ゲWS ;ﾐS W┝ヮﾉ;ｷﾐWS デｴW デWヴﾏ さIﾗﾐデヴﾗﾉざ ｷﾐ 
the question stem. However, a number of difficulties with this were highlighted during the 

focus groups: a number of participants に particularly those with Autism に held the view that 

the question was not specific enough and therefore difficult to answer.  

Other participants with intellectual disabilities found the デWヴﾏ けIﾗﾐデヴﾗﾉげ confusing, and it was 

sometimes viewed in a pejorative context に けHWｷﾐｪ IﾗﾐデヴﾗﾉﾉWSげ ﾗヴ ｴ;┗ｷﾐｪ ゲﾗﾏWﾗﾐW けHWｷﾐｪ 
Iﾗﾐデヴﾗﾉﾉｷﾐｪ ﾗa デｴWﾏげ. In most cases participants ┘WヴW ｪWﾐWヴ;ﾉﾉ┞ Sヴ;┘ﾐ デﾗ SｷゲI┌ゲゲｷﾐｪ けｴ;┗ｷﾐｪ 
IｴﾗｷIWげ ;ﾐS HWｷﾐｪ ﾉｷゲデWﾐWS デﾗ ┘ｴWﾐ ﾏ;ﾆｷﾐｪ IｴﾗｷIWゲ ヴ;デｴWヴ デｴ;ﾐ ｴ;┗ｷﾐｪ けcontrolげく Participants 

suggested that the question should be changed, and specifically worded to be about choice 

rather than control. The question was amended and tested in the cognitive interviews 

where all but one respondent appeared to understand it and responded appropriately.  

 

Dignity 

The dignity domain is defined as さデhe negative and positive psychological impact of support 

and care on the service user's personal sense of significanceざ. An early version tested in 

aﾗI┌ゲ ｪヴﾗ┌ヮゲ ｷﾐIﾉ┌SWS デｴW デWヴﾏ けヴWゲヮWIデげ ふさSignity means being treated nicely and with 

respectざぶ and this term was highlighted by participants as problematic. As a result of 

suggestions from the groups this was removed and the definition of dignity re-worded as 

けHWｷﾐｪ デヴW;デWS ﾐｷIWﾉ┞ ;ﾐS ﾆｷﾐSﾉ┞げ. Because the question refers to social care support, さヮ;ｷS 
ゲ┌ヮヮﾗヴデざ was used as a broad term to describe types of support staff. A further concern was 

that people with intellectual disabilities who use social services often come into contact 
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with more than one paid staff member, who might have a different attitude or approach 

towards supporting people. Therefore, answering this question potentially requires a high 

level of generalisation that might be difficult for some respondents; cognitive testing paid 

particular attention to exploring this.  

In the cognitive interviews there were some problems with interpreting the question and 

answers. Three participants understood and answered the question in terms of general 

happiness, ignoring the part of the answers about paid support. One respondent pointed 

out that they do not pay for their support, while another understood paid support as benefit 

payment and responded accordingly. One respondent could not select a single answer: 

A: I want to put two down here. 

Q: Do you?  Which two did you want to put? 

A: This one and this one [two top answers]. 

Q: Why did you want to put two on that answer? 

A: She is very kind to me. 

Q: Who is very kind to you? 

A: Support. 

Q: Your support worker? 

A: Yes. 

Q: Okay. So why did you also want to put the second one? 

A: けC;┌ゲW デｴW┞ ｪWデ ヮ┌デが Wヴﾏが デｴW ぷぐ] 

Q: So you would answer differently for different people that support you? 

A: Yes. 

(Male, lives in his own home with paid support) 

 

Findings related to the use of scales  

A central issue in using self-report ratings with people with intellectual disabilities is 

whether they can reliably distinguish between response categories and assign themselves to 

an answer.  
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The ranking task was completed by 31 focus group participants. Most participants ordered 

デｴW ゲｴﾗ┘ I;ヴSゲ IﾗヴヴWIデﾉ┞ aヴﾗﾏ さHWゲデざ デﾗ さ┘ﾗヴゲデざ (n=21)が ;ﾐS aヴﾗﾏ さﾏﾗゲデ aヴWケ┌Wﾐデざ デﾗ さﾉW;ゲデ 
aヴWケ┌Wﾐデざ (n=22). However, when it came to specific response options, longer descriptors 

were found to be more useful than those consisting of one or two words, commonly used in 

Likert-type scales. Participants suggested that longer descriptors provided more information 

and helped them identify the most appropriate response.  

Feedback highlighted that happy and sad faces were helpful because people were already 

familiar with the imagery from everyday situations (e.g. sending text messages). 

Nevertheless, some commented that they ┘WヴW さIｴｷﾉSｷゲｴざが ┘ｴｷﾉW ﾗデｴWヴゲ ｴｷｪｴﾉｷｪｴデWS デｴW 
absence of a neutral response and face に the ASCOT measure uses a four-point scale に as 

problematic.  

Some participants had difficulty distinguishing between the four levels of the response 

scale, more specifically between the two happy and two sad options. This emerged clearly in 

some cognitive interviews:  

 

A: TｴW┞げヴW Hﾗデｴ ｴ;ヮヮ┞ ;ﾐS デｴWゲW ;ヴW Hﾗデｴ sad. 

Q: YW;ｴが デｴW┞げヴW Hﾗデｴ ｴ;ヮヮ┞ ;ﾐS デｴW┞げヴW Hﾗデｴ ゲ;Sく  Iゲ デｴWヴW ;ﾐ┞ SｷaaWヴWﾐIW HWデ┘WWﾐ 
these two, the two happy ones? 

A: I Sﾗﾐげデ デｴｷﾐﾆ ゲﾗが ﾐﾗく 

(Male, lives in a care home)  

 

Initially concerns were raised in the research team that the use of happy and sad faces 

might lead to bias by encouraging some people to select answers based on their preference 

for certain images. As an alternative the use of thumbs up/down was explored in some early 

focus groups, but interpretation and illustration here were problematic given that the 

measure uses a four-point scale. Overall consensus in the working group was that さsmileysざ 

;ヴW W;ゲｷWヴ デﾗ ┌ﾐSWヴゲデ;ﾐS HWI;┌ゲW デｴW┞ ;ヴW ﾏﾗヴW さゲデ;ﾐS;ヴSざく In the focus groups there was 

no evidence that participants were choosing answers based on their like or dislike of 

particular images. However, one cognitive interview respondent liked the happy face 

associated with the top response and commented on this throughout the interview and 

selected the top answer for all questions:  

Q: So what were you thinking about when you chose that answer?  

A: I ﾉｷﾆW ｷデ ;ﾉﾉく Iデげゲ ﾏ┞ a;┗ﾗ┌ヴｷデWく M┞ a;┗ﾗ┌ヴｷデW a;IW ｷﾐ デｴW ┘ｴﾗﾉW ┘ﾗヴﾉSく  
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Q: The smiley picture is your favourite face? 

A: Yeah.  

Q: Iゲ デｴ;デ ┘ｴ┞ ┞ﾗ┌げヴW デｷIﾆｷﾐｪ デｴW デﾗヮ ﾗﾐWい  

A: Yeah. 

(Male, lives in a care home)  

 

Figure 2: Visual representation of response categories in the revised ASCOT-ER 

 

 

Findings related to the validity of the revised questionnaire 

The analysis of cognitive interviews also looked for patterns in responding, particularly 

among respondents who consistently selected the same level response throughout the 

questionnaire. There were four participants who selected the top answer for all questions. 

Two of these respondents were confident readers and had low levels of support. Both 

completed the questionnaire with minimal or no help and appeared to be responding 

appropriately without any apparent contradictions or evidence of bias in the interviews. 

The other two respondents were receiving more support に in eight and nine out of 10 areas 

に and possible bias was noted by interviewers in field notes in both cases. One respondent 

explained that they liked the さvery smiley faceざ, which might have caused biased responding 

(see above). Field notes for the other respondent highlighted that he さ┘;ﾐデed to please and 

ｪWデ ｷデ ヴｷｪｴデざが ;ﾐS ;ゲﾆWS aﾗヴ staff to sit in at the interview and frequently referred to them by 

looking at them for the answers.  
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6 Discussion 

The methodology for gathering data and developing the new tool was designed to be 

inclusive to ensure that, as far as possible, the new Easy Read version of the ASCOT was 

developed in conjunction with people who could potentially be asked to complete it. At the 

same time, the project followed the more conventional stages of pre-testing survey 

instruments with a working group consisting of people with intellectual disability and/or 

autism (expert panel) and cognitive testing. We believe the result of this process 

demonstrates the benefits of involving people with intellectual disabilities in the design and 

testing of data collection instruments. Feedback highlighted difficulties in the interpretation 

of words and images, and helped to improve the questionnaire using revised iterations in a 

systematic way.  

Substantial changes were made to the original ASCOT-ER questionnaire, which included 

replacing the illustrations as well as changes to the wording of question stems and response 

options, based on feedback from the working group and focus groups. To improve the 

clarity of the presentation each item has been formulated using the same structure: one to 

three images at the top of the page intended to provide a pictorial representation of the 

domain, a brief introduction that explains the main concepts and any difficult words 

identified by participants, followed by the question and response options (see Fig. 3). The 

response scale has been presented vertically with a descriptive statement and 

corresponding visual representation.  

Figure 3: Question format of the revised ASCOT-ER questionnaire 

 



17 

 

Finding out about the kinds of things people are considering when processing questions and 

preparing answers was crucial in relation to the main aim of improving the original ASCOT-

ER. Conducting the study in this way has also helped us to identify those domains that can 

be more challenging and potentially more problematic in creating bias that might need to be 

controlled for, especially in large scale surveys.  

Easy Read is sometimes criticised aﾗヴ HWｷﾐｪ ; さIﾗゲﾏWデｷI SW┗ｷIWが ;ゲ ﾉｷﾆWﾉ┞ デﾗ Iﾗﾐa┌ゲW ;ゲ デﾗ 
ｷﾐaﾗヴﾏざ ;ゲ ┘Wﾉﾉ ;ゲ さS┌ﾏHｷﾐｪ Sﾗ┘ﾐ IﾗﾏヮﾉW┝ｷデ┞ざ (Walmsley 2013, pp. 17-18). These were real 

issues as some of the feedback highlighted in the early stages of the process. However, 

involving people with intellectual disabilities and autism in the revision of the questionnaire 

has helped to address these by identifying and including images that are both acceptable 

and relevant to the majority of participants.  

The revised ASCOT-ER questionnaire appeared to work for the majority of cognitive 

interview respondents but に as expected に not for everyone. The experiences of the project 

confirmed that adequately adapted self-report questionnaires can be a useful tool to collect 

information from people with intellectual disabilities in survey research. However, it is 

important to recognise the limitations of data collection instruments that rely on reasonably 

high levels of verbal communication in research with people with intellectual disabilities. 

There is a sizeable group who are not able to self-report subjective quality of life using a 

structured questionnaire and for them different methods are needed to support 

engagement in research (Beadle-Brown et al. 2012). 

While there was no information about the expressive and understanding skills of participants 

or their cognitive abilities (and we recognise this as a limitation of the study), it was evident 

that people who were receiving more support had increased difficulties with the questions 

and needed more help to complete the form.  

ASCOT requires a four-point response scale (see Netten et al. 2012) and this was kept for 

the revised Easy Read version to maintain comparability with other versions. Some 

respondents found it difficult to use a four-point scale and, while some of them might have 

been able to respond using a three-point scale, for others semi-structured interviews are 

likely to have worked better. Abstract questions, such as those about control over daily life 

and dignity, presented more difficulties to respondents than questions related to concrete 

everyday experiences (e.g. food and drink). 

Respondents did not always select their answer from the available options, had difficulty 

assigning themselves to a single option or their selection was not clear. This can lead to 

contradictory answers that result in being discarded as invalid responding or supporters 

さｴWﾉヮｷﾐｪざ people to select an answer and thus potentially creating bias (Antaki & Rapley 

1996; Antaki et al. 2002). Having help from a care worker has been associated with 

reporting more favourable outcomes among people with physical and sensory impairments 
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(Elliott et al. 2008), and people with intellectual disabilities (Rand & Malley 2016). Reducing 

the need for help in completing the ASCOT questionnaire was one of the aims of this 

project. It is not possible to draw any firm conclusions on whether the project has achieved 

this, given the small number of participants. The majority of cognitive interview respondents 

(n=16) said that they would answer the questionnaire with help from family or paid carers, 

and only six people said they would complete it without assistance. On the one hand, this 

could be because some people with intellectual disabilities might lack the self-confidence to 

complete such a form independently, as opposed to lacking the skills necessary for this task. 

On the other hand, it also highlights the limitations of Easy Read information and that there 

is a sizeable group of people who, while being able to respond to a questionnaire also need 

support to do this for various reasons, including limited literacy or cognitive skills. This issue 

warrants further investigation and future work could also focus on developing clear 

guidance for those who help respondents to complete forms in order to improve the validity 

of data and reduce potential bias. 

There were some limitations of this work to consider. It has been recognised that methods 

used to conduct cognitive interviews can influence the data produced (DeMaio & Landreth 

2004; Presser, Couper et al. ヲヰヰヴぶく IﾐデWヴ┗ｷW┘Wヴゲげ IﾗﾐデヴｷH┌デｷﾗﾐゲ I;ﾐ ゲｴ;ヮW ｷﾐデWヴ┗ｷW┘ゲ H┞ 
providing confirmation, functional remarks, expansive probes and feedback, as well as re-

orientate and keep respondents motivated (Presser, Couper et al. 2004). The presence of 

the interviewers may have helped respondents with intellectual disability in a way that 

would not be reflective of a self-completion survey.  

Another limitation relates to the development of ASCOT-ER as part of the ASCS in that 

participants were not necessarily representative of the population of social care users who 

would receive the survey. Because the main aim was to cognitively test the questionnaire, 

participants were potentially more able than the general service user population. Other 

methods for collecting ASCOT data for individuals with higher levels of cognitive impairment 

are being developed (e.g. Talking Mats for ASCOT, semi-structured interview and structured 

observation). However, one of the biggest challenges in developing such measures is 

establishing when to implement the different tools and to whom. Such decision making 

would require some form of pre-administration screening of individual service users to 

determine their understanding and competence to use the measure (Emerson et al. 2013). 

Whether such screening is feasible in a large national survey such as the Adult Social Care 

Survey needs careful consideration. 

 

7 Conclusion 

The aim of this project was to develop and (cognitively) test an Easy Read version of ASCOT. 

Specifically this related to answering three research questions: 
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1) Can participants understand the questions and response options? All questions and 

response options were understood by moゲデ ヮ;ヴデｷIｷヮ;ﾐデゲく TWヴﾏゲ ゲ┌Iｴ ;ゲ けゲﾗIｷ;ﾉ ﾉｷaWげ ;ﾐS 
HWｷﾐｪ けヮヴWゲWﾐデ;HﾉWげ ┘WヴW ┘Wﾉﾉ ┌ﾐSWヴゲデﾗﾗS ;ﾐS ケ┌Wゲデｷﾗﾐゲ ┘WヴW ｷﾐデWヴヮヴWデWS ｷﾐ ; IﾗﾐゲｷゲデWﾐデ 
way such that they conformed to the domain descriptors and the relevant context. A small 

minority of participants had difficulty distinguishing between levels (response options) for 

some questions. 

2) Are respondents able to answer the questions? All participants were able to answer the 

questions. In most cases participants related their answers to personal experience reflecting 

on day to day activities and experiences such as eating different foods, having accidents, 

living with others, feeling safe or unsafe, seeing friends and family and integrating these 

aspects into responses. Nonetheless a small number of participants had difficulty choosing a 

response (especially for more abstract questions) and one participant exhibited behaviour 

which could result in systematic bias in responding in consistently choosing the top 

ヴWゲヮﾗﾐゲW HWI;┌ゲW ﾗa ;aaｷﾐｷデ┞ ┘ｷデｴ デｴW けｴ;ヮヮ┞ a;IWげく 

3) Do the pictures help respondents to answer the questions? Feedback suggested that 

happy and sad faces were helpful to participants in choosing response options. Many 

likened this to using an emoji in a text message or using other social media and this helped 

with interpreting meaning. However some commented デｴ;デ デｴW┞ ┘WヴW さIｴｷﾉSｷゲｴざ ;ﾐS ﾗﾐW 
participant consistently chose the top response due to the corresponding image. 

Overall our findings suggest that most participants were able to use and engage with the 

ASCOT-ER to interpret and answer the majority of questions at some level. In this way the 

research contributes to the wider aim of improving engagement for groups that are under-

represented in the evidence about social care and in the Adult Social Care Survey.However, 

other factors will influence how easily questions are interpreted, understood and answered 

such as the level of intellectual disability, whether or not people receive help to complete 

questions and the degree of this help. We therefore recommend that ASCOT-ER would 

benefit from further systematic testing, particularly around validity, reliability and reducing 

potential sources of bias.  
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Table 1: Participant characteristics 

 Focus group  Cognitive interview  

Total participants 32 22 

Female 13 9 

Age range   

20-39 years 16 13 

40-59 years 4 5 

60 years or over 4 3 

Prefer not to say 8 1 

Disability   

LD 17 17 

Autism 5 1 

Both 3 1 

Prefer not to say 7 3 

Ethnic background   

White British 27 18 

Other 1 3 

Prefer not to say 4 1 

Living arrangement   

Lives with family 9 4 

Own place, alone 7 4 

Own place, with others 5 1 

Staffed home 6 10 

Other 2 n/a 

Prefer not to say 1 3 

Support arrangement   

Has paid support 16 16 

Number of areas1 where getting 

support 

  

0-1 10 3 

2-4 7 8 

5-7 7 3 

8-10 8 7 
1 These include assistance with shopping, cleaning, preparing meals, socialising, keeping safe, engagement in 

activities, mobility at home and in the community, making decisions, personal hygiene and getting dressed. 

 

 


