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Section 1. Executive summary 

 

Our Rights Our Voice (OROV) was a three-year project (2013-16), designed to raise 

awareness of the NHS Constitution among children and young people. Funded by 

the Department of Health and delivered by the Council for Disabled Children 

(CDC), OROV set out to create a set of accessible information resources for this 

age group and explain their rights with regards to health services.  

 

Rather than re-write the Constitution in a more child-friendly way, OROV aimed to 

maximise the participation of children and young people in the project, and allow 

them to determine the most important messages to convey as well as the best 

means to communicate these to their peers.  

 

An independent evaluation was commissioned to assess how well OROV achieved 

its aims. This evaluation report focuses on the extent of children and young people’s 

participation in, and influence on, the project; their reflections on this involvement; 

and their use of, and views on, the resources created. Chief among these were the 

new website, www.getyourrights.org; and a new interactive workshop toolkit, 

designed to be used with groups of children and young people.  

 

A predominately qualitative methodology was considered optimum for the issues 

and people involved. Methods comprised focus groups and depth interviews with 

participating young people and workshop facilitators; an online survey to collect 

views from young people using the new website; and baseline and post-workshop 

questionnaires aimed to capture any changes in knowledge or awareness, 

alongside young people’s views about the workshop materials.  

  

From the start, young people were found to be closely involved in the design and 

delivery of OROV. A young researcher was employed part-time over its life-time; 

children and young people were consulted on the types of resources the project 

should create and the key messages to convey; further groups of young people 

were consulted about the design of the new website; and other young people 

trialled and gave feedback on the pilot workshop materials. 

 

The young researcher brought extensive pertinent experience, as their previous 

involvement in a participation project for young disabled people had given them a 

grounding in the value of participation and the mechanics required to help make it 

a reality. Additionally on top of personal experience of using health services, they 

had expertise in running groups with children and young people. Over the three 

years of the project, the young researcher contributed in numerous ways, not least: 

facilitating groups of disabled children and young people to gather their ideas and 

insights; selecting the website development company; speaking at various events; 

http://www.getyourrights.org/
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and more than anything, ensuring that the views of the children and young people 

were kept to the fore. Indeed, their role grew and developed over time.  

 

In turn, the young researcher very much enjoyed the work, as well as the scope to 

develop the role and their own skills. They reported that they had gained valuable 

experience and confidence, which went far beyond their initial expectations. 

Tellingly, while they clearly proved their capacity and ability to meet the associated 

challenges, they said they would not have felt confident enough to apply for a 

paid job like this at the start. However, at the end of OROV they applied for and 

secured a participation job.  

 

A young Healthwatch volunteer helped deliver OROV in their area, by assisting in 

the planning and delivery of workshops to other young people and through making 

a video for the website. They found these very interesting and worthwhile 

experiences.  

 

During extensive consultations across England, seventy children and young people 

gave their ideas on potential resources, recommended creating a new website 

and interactive workshop materials and suggested the project’s name. They 

advocated the points OROV should prioritise, namely: access to health services, 

availability of same, clinical quality, communication, respect, confidentiality, 

consent, involvement, transition, well-being and prevention.  

 

Among others, an established group of disabled young people were consulted 

about the design of the new Get Your Rights website, both initially and at 

subsequent stages of its development. They were delighted to have the 

opportunity to be involved in this project and reported that the sessions were fun, 

well run and interactive and that they had felt listened to and respected. Moreover 

they were quite surprised to see their ideas translated into the eventual website, 

and compared this to other policy initiatives on which they had been consulted, 

but from which they either got little or no feedback, or it was difficult to see how 

their input was utilised.  

 

Between its launch in December 2015 and April 2016, the new website had 4602 

visits. Views on the website were gathered through an online survey (completed by 

28 people), supplemented by a discussion group with young people. Having a 

website on this subject was appreciated and the overall design praised. Visitors 

liked the use of videos which provided real life testimonies and exemplified access 

and other issues. Suggestions were made around improving the website’s 

accessibility, navigation and search facilities, and there was felt to be a need to 

explain how individual rights could be exercised in practice.  

 

Another 304 young people helped pilot the new workshop toolkit, mainly in sessions 

convened and facilitated by local Healthwatch professionals. The groups involved 
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in these trials ranged in age from 13 upwards; and health-wise from pupils in a 

mainstream school, with generalist needs, to young people with complex health 

needs and extensive personal experience of using health services. The latter 

included young people with severe learning disabilities, diagnosed mental health 

problems, physical disabilities and communication problems.  

This evaluation found that the toolkit was well received by both Healthwatch 

professionals and young people. Young participants’ feedback showed that they 

appreciated the opportunity to discuss these issues and learn about rights, 

especially the ins and outs in relation to being informed, consent, confidentiality 

and inclusion in decision-making.  

 

Workshop facilitators felt that the toolkit was unique in covering this topic. They 

greatly appreciated being given a well-designed, ready-made set of interactive 

tools and felt the topic and resources complemented their normal work, as well as 

helping them work with children and young people. For them the pilot had 

highlighted an appetite for sessions like this. Their knowledge of the NHS constitution 

was reported as low prior to working on OROV, but had increased markedly as a 

result. Moreover, running these workshops had boosted Healthwatch’s reputation 

among young people and other agencies.  

 

In practice the workshop plan provided by OROV was adapted and amended to 

some degree by all the groups interviewed in this evaluation. Fitting all the related 

content into the time available proved challenging, as did matching the needs of 

diverse groups. Adaptations included splitting the workshop into several individual 

sessions; reducing the content; focusing on and only delivering certain parts of the 

toolkit; and conveying some sections in alternative ways – for example changing 

the case studies provided into role plays. The most substantial adaptations were 

made for the young people with the greatest access needs. The findings indicate 

that the resources worked best with smaller groups: although school-based groups 

were said to go well, it proved harder to discuss many subjects in much depth and 

simultaneously manage the group dynamics. The topics, case studies and 

discussion points were also felt to work most effectively with young people who had 

more experience of using health services.   

 

The fact that the toolkit could be adapted in several different ways is a positive 

finding, as it enables facilitators to make the materials fit the needs of their specific 

group. At the same time, workshop leaders said they would welcome more 

guidance on how to execute necessary adaptations: for example how to prioritise 

the content for different groups. Having more background facts and details at 

hand would also be appreciated, as these topics were not that familiar to the 

professionals. Without more information, facilitators feared they could not respond 

with adequate accuracy or confidence and give authoritative answers, to 

questions arising.  
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Overall this evaluation found that the participation methods used were generally 

successful, not least because different groups were included and tasks addressed 

in diverse ways. Children and young people were allowed to play a large part in 

the creation, shaping and overall design of the new resources and these in turn 

proved useful and pertinent among both young people and professionals.  

On the whole, young people were involved in this project in a wide range of ways: 

from what might be construed as a more ‘typical’ consultative role, to being 

employed as a member of staff. More to the point, their participation was evident 

and reflected in the project’s outputs and messages as much as its processes.   

 

Through the OROV project, more agencies and individuals were found to have 

become more aware of these issues, CDC and their work. 
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Section 2. Introduction 
 

 

2.1 Background on the NHS constitution and OROV 
 

Our Rights Our Voice (OROV)1 was a three-year project run by the National 

Children's Bureau (NCB) and the Council for Disabled Children (CDC) and funded 

by the Department of Health. OROV was set up to raise awareness of the rights of 

children and young people in relation to health services and in particular the NHS 

constitution. The NHS Constitution2 brings together all the legal rights and 

responsibilities of patients and staff in relation to services funded by the NHS. It is a 

long document and written for adults. Rather than rewrite this into a ‘children’s 

version’, OROV set out to create a set of materials for children and young people, 

to help them understand the same information but in a more accessible way. In 

addition, OROV aimed to work in a participative way over the three years and 

involved children and young people in different ways to create these materials. 

In its first 2 years, OROV consulted with children and young people around England, 

to explore how much they were aware of what rights they had or could expect 

when using the NHS. Key messages emerged from these discussions, not least a lack 

of awareness among children, young people and any carers of their rights, along 

with a desire for more information. Analysis of the feedback found that their issues 

and concerns fell into the following main themes3:  

 availability and access;  

 clinical quality;  

 communication, confidentiality and respect;  

 individual involvement and consent;  

 collective involvement;  

 integration and transition; and 

 well-being and prevention.  

 

In response to these findings, OROV decided to produce a suite of free resources: 

i. A detailed report: Children's & Young People’s Health Rights in England –

Shared Messages (NCB 2015). This document explains the rights provided by 

different pieces of legislation and policy under the themes above4.   

ii. Interactive workshop resources for groups of children and young people. 

                                       

 
1 OROV website 
2 The NHS Constitution for England 
3 Views from children and young people on the NHS Constitution (NCB, 2015) 
4 CDC resource on the messages from children and young people on health rights 

 

http://www.councilfordisabledchildren.org.uk/what-we-do/work-themes/cdc-health-programmes/health-policy/nhs-constitution-project
https://www.gov.uk/government/publications/the-nhs-constitution-for-england
http://www.councilfordisabledchildren.org.uk/resources/children-and-young-people-s-views-on-the-nhs-constitution-engaging-themes
http://www.councilfordisabledchildren.org.uk/resources/children-and-young-people-s-health-rights-in-england-shared-messages
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iii. A new website www.getyourrights.org, launched in December 2015 

2.2 The evaluation 
 

An independent evaluation was commissioned to assess how well OROV achieved 

what it set out to do. Evaluation of the first two years covered the processes 

involved, including how young people were involved, and the progress OROV was 

making against its aims. This report focuses mainly on the third and final year of the 

project, and provides findings on the participation of children and young people in 

the project overall, as well as views and feedback on the resources created by 

OROV. 

Key evaluation questions   

A. How were children and young people involved in developing the OROV 

resources and how did they find their involvement?   

B. To what extent have Healthwatch professionals used, or are intending to use, 

the resources created by OROV?  

C. How useful and pertinent do relevant professionals, children and young 

people find the information, tools and materials produced by OROV?  

D. What are young visitors’ views on the new OROV website? How much has it 

been used to date and how? 

E. To what extent has OROV increased awareness among relevant 

stakeholders about the NHS constitution?  

Methodology  

The evaluation was mainly qualitative. Methods were selected to match the 

subject areas, the different types of respondents, the variety of ways they engaged 

in the project and also to ensure a triangulation of data.  

 Two in-depth qualitative interviews were conducted with the young 

researcher working with OROV; and one with a young volunteer involved in 

developing and delivering workshops for a local Healthwatch. 

 Qualitative interviews were conducted with five Healthwatch personnel who 

piloted the new workshop toolkit. 

 Questionnaires were completed by 113 young people who participated in 

the pilot workshops. Facilitators collected verbal feedback from a further 57 

young people, as well as supplying their own written observations.  

 An online survey gathered views on the new website, and got 28 responses. 

 Two focus groups were conducted with young people who helped in the 

website design and development; 

 Available data on visits to the new website, downloads and other aspects 

was analysed.  

 The Project Lead was interviewed in the second and third years.   

 

 

http://www.getyourrights.org/
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Section 3. Involvement of young people 

 

 

A key aim of OROV was to involve young people in developing the project and its 

outputs. Participation was pursued in a number of ways: 

1. From the outset, a young person was employed as a young researcher to 

assist with the project’s development and help ensure the involvement and 

contribution of other children and young people.  

2. Over the first two years, children and young people around the country were 

consulted to elicit their ideas on priority areas for OROV to cover and the 

types of resources OROV should produce.  

3. Over the second and third years, groups of young people were involved in 

developing the design and main content for the new website, and were 

consulted again as the website was in its formative stages.   

4. In the third year, groups of children and young people trialled the new 

workshop materials, in session mostly convened by the local Healthwatch. 

5. In one area a young person helped trial the toolkit and facilitated groups.      

‘Involvement’ or ‘participation’ are popular terms, can take many forms, are liable 

to subjective interpretation and thus are not inherently reliable. To deconstruct the 

concept, this evaluation asked the young people to describe the extent of their 

engagement, what they did and what they had got from it. In particular we were 

interested in: 

 how included they felt;  

 the extent to which their ideas, issues and views were taken on board 

in the processes and products; 

 how useful or informative they found the process; and  

 their ideas on how involvement could be improved. 

3.1 The young researcher  
A disabled young person was employed part-time on OROV over the three years. 

This young person came with extensive prior experience and expertise. They had 

previously volunteered on the VIPER5 project, which looked at the extent disabled 

young people were allowed to participate in decision-making around pertinent 

                                       
 
5 The VIPER project 

 

http://viper.councilfordisabledchildren.org.uk/
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service issues, such as their personal care and social care planning in their local 

area. As a result they thoroughly understood the concept of ‘participation’ and 

also how to make this happen. In addition the young researcher had experience of 

running groups with children and young people, and of conducting research. For 

this evaluation, the young researcher was interviewed in both years 2 and 3. 

 

In the first two years they: 

 jointly delivered consultation sessions with children and young people, 

including designing the materials for these;  

 helped to analyse findings from the workshops;  

 from this helped to design the workshop toolkit; and 

 led on the recruitment and selection of the website designers.  

 

The young researcher’s previous experience in planning activities and workshops 

with children and young people, greatly assisted in the planning and running of 

consultation sessions with all ages, and equipped them to respond to whatever 

arose on the day. As well as drafting materials for these consultations, they were 

also instrumental in converting the views of the young participants into the final 

workshop tools. Their commitment to meaningful participation was reflected in the 

brief they wrote to recruit the website designers, the short-listing and interviewing 

and their emphasis throughout the project to ensure that the views gathered from 

young people were represented.   

 

‘I was constantly pushing for young people’s involvement in the website 

development, saying ‘young people could be involved in that’, ‘the young 

peoples could be involved in this’… and how much they could help them ... 

Eventually it started to click … and the developers said ‘this works really well 

this way’… They realised it made their work easier’ 

 

In the third year the young researcher:  

 helped launch the new website;  

 demonstrated this to different audiences;  

 met Department of Health and NHS professionals to discuss the project and 

the NHS constitution; and  

 collated information and wrote sections for the final OROV report.  

  

3.1.1 What the young researcher said they got from this experience 

The young researcher felt that the OROV work was far more involved and gave 

them much more experience than they had originally anticipated ‘beyond 

expectations’. Their interest in this topic came in part from their personal experience 

of using health services. Also OROV presented a perfect progression from their 

previous volunteering on the VIPER project. 
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‘If I’d had known my rights then… very important that other young people 

know their rights.. Encourage them to ask questions...doctors want to talk to 

you, not bad guys … you just need to ask’  

 

They enjoyed meeting groups children and young people around the country, and 

despite their background in participation, were impressed at how able these 

groups proved at suggesting useful ideas, regardless of age or disability. 

 

‘I enjoyed most meeting the range of young people and going to different 

areas and meeting groups of young people ... I was  impressed by how 

much could deal with tough in-depth things’ 

Even though they already had facilitation experience, they felt that they had learnt 

a lot more about running groups.  

 

The relative autonomy and responsibility and being continuously exposed to new 

situations and demands, all served to boost the young researcher’s self-confidence. 

They described their OROV work and responsibilities as a ‘huge step up’ and had 

exceeded their own expectations of their own capacity. However they stressed 

that there was always support at hand along with a gentle encouragement to push 

their personal boundaries.  

 

‘… always that offer of support there… could have asked for more it if I 

needed it. We did a debrief at the end of each consultation session, which 

was definitely valuable… Responsibility with safety ... But also being pushed 

and encouraged where they thought I could go ... gentle pushes’   

 

The job also grew and developed beyond the original expectations for it, 

somewhat because of the young researcher’s perceived capacity.  

 

‘It’s gone beyond my expectations ... It just evolved’ 

 

Being paid for the OROV work was greatly appreciated, as the young person had 

already worked voluntarily for various agencies, for many years. At the same time, 

the part-time and flexible nature of the role meant it was not over-consuming, 

could accommodate fluctuating their health needs and allowed them to pursue 

other interests at the same time: ’right job at right time for me’. That said, the 

distance to the London office somewhat curtailed their involvement and they felt 

they might have been able to do a bit more otherwise. 

 

The work assisted their career ambitions and enhanced their CV. Looking back the 

young researcher was sure that if this position had been advertised on the open 

market, they would not have applied for it. However through actually doing it, they 
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realised that they could and moreover met all the challenges encountered. Being 

‘thrown in at the deep end’ had proved a good teacher. In fact at the end of the 

third year they got a job as a young person’s participation officer, which was their 

desire.  

 

‘It made a big difference, … being associated with this project and it’s 

making a big difference to me now … in getting a job… especially because I 

was more in the lead and working on my own… had more responsibility and 

autonomy … being able to use creative methods to get the views of young 

people’ 

 

Over the three years, the young researcher enjoyed developing their ideas and 

thinking around relevant issues, such as participation, plus being creative and 

learning information and new skills. Although very familiar with disability, the young 

researcher reported that this work had opened their eyes to the diverse needs of 

disabled young people and the range of considerations needed to ensure 

accessibility. They felt that their confidence and skills had grown, especially in 

writing and analysis, running groups, making presentations, asking questions, team 

work and planning. Some of what they picked up through OROV work proved 

useful in other areas of their life and work.  

 

‘Great learning for me... constantly have to adapt and change... learnt 

quite a few skills especially from OROV professionals, but also from the  

young people…’ 

 

From OROV’s point of view, employing someone closer in age to those being 

researched was expected to facilitate communication and trust. It is difficult to 

assess how much this transpired, or in other words, how much a workshop 

convenor’s age influences responses and outcomes. On this point, the young 

researcher did not think that the children and young people responded that 

differently because of their nearness in age, but felt that combined with their 

experience of using the NHS, their proximity in age helped inform them of better 

ways to communicate and ‘tweak’ activities for different age groups.  

 

Involving this young person equally exceeded the project’s expectations and 

proved a real bonus. However, the experience and training received from working 

on the VIPER Project must be acknowledged: another young person might not 

have started with as much training, skills or understanding, and may have needed 

more guidance and support. Their experience and eagerness helped overcome 

aspects of this role which might have proved challenging for others, such as not 

being in the main office often, having quite a loose and vague remit, receiving 

limited supervision and having to deal with health issues.  
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3.2 Involvement in developing workshop materials  
Over its first two years, OROV convened numerous consultation groups with children 

and young people around the country, to identify their priorities in relation to rights 

issues when using health services. Most of the 70 children and young people 

participating had disabilities and/or long-term health conditions and the workshops 

plans were adjusted to help ensure they could take part and contribute. Workshops 

conveners noted a high level of participation in discussions. Participants fed back 

that they enjoyed getting rights information, having a chance to voice their 

opinions on health services and saw this as a very important topic and felt that their 

views were respected in these sessions. 

 

 ‘Learning that we have rights in a fun way’ 

‘Liked being able to voice my opinion’  

 

These consultations provided the name for the project: Our right Our Voice; and 

shaped the OROV resources developed from there on, namely: a website and 

interactive, workshop materials to be used with children and young people.  

 

‘... at start did not have a name and young people decided that. We were 

asking young people what they wanted and it could have been anything. 

…. young people were saying what they wanted out of it. By being given a 

space … just proved that any children can get involved ... and give a lot of 

valuable information back. Young ones might need more help… and seeing 

that all young people, no matter how disabled can give views’  

 

Over Year 3, the workshop toolkit was piloted with groups of young people by local 

Healthwatch agencies. At least 304 young people were involved in these pilots. As 

well as using the workshops to teach about rights, in order to help OROV develop 

the resource further, the facilitators also collected young participants’ views on the 

materials. This feedback is analysed in Section 4. In terms of the process itself, the 

children and young people involved in these pilots generally reported enjoying and 

finding the sessions interesting, if a bit too serious at times, and many said they had 

learnt something new.  

3.3 The young website development group 
 

The initial consultation sessions with children and young people repeatedly 

highlighted their desire for a website on this subject: 

 

‘From the very beginning of the project ... every single group said  

a website... and everything they said was used to create the website’   
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Over OROV’s second year, three sessions were convened with groups of young 

people to help design the new website. These were attended by a total of 24 

individual young people. Two of these sessions were run with one active 

participation group of disabled young people in outer London. In Year 3, a further 2 

sessions were held with this group to get more input on the design and feedback 

on progress to date. This group was diverse in terms of age, ethnicity and types of 

conditions, which included learning and physical disabilities. 

 

The young people provided a lot of input on the actual design and suggested ways 

to make the site more accessible for a diverse range of needs. ‘Accessibility’ in this 

context was said to need a mixture of visual, video and audio content, as well as 

signing and textual explanations. In addition young people felt that any written text 

needed to be made as simple as possible, to cater for both those who could not 

read that well and for people who spoke English as an additional language. The 

need to make the content fun and interactive for a young audience was also 

stressed, while at the same time avoiding being patronising or meaningless:  

 

‘…needs a balance between fun and seriousness...’’ 

 

Over the latter two years of the project, three evaluation discussions were held with 

this group of disabled young people. They reported feeling listened to and that 

their views were respected in all the OROV website design sessions. These were 

viewed very positively, and described as well facilitated and respectful, ‘fun’ and 

’very interactive’, ‘they were talking with us, not at us’. The sessions were also said 

to be well planned and run. 

 

‘It was so much fun and the time shot by! I enjoyed being creative.’ 

‘Don’t feel like you’re working because they are so much fun’ 

Besides enjoying contributing to and being involved with this project, they thought 

that asking young people was an important principle.  

 

‘I was listened to and my ideas were taken into account’ 

 

Being an established group was felt to have helped greatly, in that the young 

people already knew each other, had established ground rules and were used to 

group discussions. As a result, negotiating group dynamics did not consume any of 

the available time. Their sense of ‘safety’ and trust in the group and the 

participation workers enabled them to get on with the task. The same amount of 

work and discussion might not have been as quickly or easily archived with a new 

group.  

‘You know what makes the other people in the group tick’ 
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The young people felt they were made to feel involved and that the group’s 

diverse views and suggestions were reflected in the website, including ideas 

proffered around accessibility, visual appearance and avoiding getting ‘bogged 

down with too much information’.  

‘Everyone was allowed to say their opinion and no-one was disrespectful’ 

The youth workers were extremely impressed with how well the groups were run and 

how they got young people to participate, and feel listened to, especially given 

the diversity of needs and abilities. They commented that normally they had to 

assist more in similar consultation exercises, but in this case they just had to help a 

few individuals with access. 

’I felt listened to because I felt it was young people’s ideas on the web’ 

‘You really listened to all of us young people. It was such great fun helping to 

make the website’ 

 

A number of other enablers to involvement were identified. Rights in relation to 

using health services were extremely pertinent to these young people, who 

themselves had a range of disabilities. Although this group were regularly consulted 

on many matters, including health, and all had had a life-time of contact with 

health services, none had heard of the NHS constitution previously. The national 

focus of this work and the potential to help others ‘up and down the country’ was 

attractive, as other consultations mainly focussed on local services. 

 

They enjoyed observing the processes required to create a website and the 

tangible end product encouraged engagement. One young person likened the 

role of ‘a website today to a leaflet in the 90’s’, and so getting young people’s 

input to the design was an imperative. Last but not least, there was some genuine 

surprise that their input had been used. This was contrasted with other policy 

consultations, which they felt lacked any clear outcomes and where it was difficult 

to evidence the effect of their involvement.  

‘If people like ourselves help with design and different things in it, then 

people like ourselves will use it’ 

 

3.4 Young Healthwatch volunteer 
 

A young person who was the youth ambassador at a local Healthwatch, led on 

filming in their area for the new OROV website. They presented some of their own 

experiences of using NHS services and highlighted how they had dealt with 

challenges. In addition, they helped plan and facilitate the Healthwatch discussion 

groups with young people in their area, using the OROV toolkit.  
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They enjoyed the work, found the filming process interesting in itself, and also found 

it quite helpful personally to create a film within a service they had used, and to 

have control over this process. Although the planning and filming processes were 

stressful, ‘hard work’ and sometimes ‘nerve-wracking’, they reported that this had 

been a valuable and beneficial experience. Through creating the film, running 

workshops and handling classrooms of young people, they felt they had learned a 

lot and their confidence had increased enormously. Having the space to ‘share’ 

and make use of their own story was also felt to be personally helpful and 

empowering. 

 

Overall, the various ways in which young people were involved in this project was 

interesting in itself, as it ranged from what might be considered a more ‘typical’ 

‘consultative’ role, to directing the shape of OROV and its outputs, and being 

employed on the project. This also mirrors the full range of participation approaches 

usually found.  
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Section 4. Views on OROV products 

 

 

This evaluation gathered feedback and other data from young people, 

professionals and others on the main OROV outputs; namely: 

 

4.1  Website 

4.2  Workshop toolkit 

 

 

4.1 Views on the new website 
The OROV website, www.getyourrights.org, was launched in December 2015. As 

outlined in Section 2, OROV and the website designers involved young people in 

the process. This section presents an analysis of views on the website’s design and 

content.  

 

4.1.1 Data on usage 
 

Table 4.1 below shows the usage of the new website from its launch in December 

2015 to April 2016. In that period most (75%) of the 4602 visits were on a personal 

computer, 19 per cent on a mobile phone, and six per cent on a tablet. 

 

Table 4.1 Data on use of the new website, December 2015 – April 2016 

Data type Numbers 

Number of visits 4602 

Number of unique visitors/ users 3583 

Number of pages viewed 9128 

 

4.1.2 Feedback from young people on the website 

Young people’s views on the new website were collected in two ways. Visitors were 

encouraged to complete an online survey and a discussion was held with the 

group of young people who had assisted in the website’s development. This was 

conducted ‘in vivo’, in other words while these young people were using the 

website. Questions were asked and discussion emanated from each page the 

young people viewed, as well as about the website as a whole. 

 

Online survey 

http://www.getyourrights.org/
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The online survey was designed by the evaluator. OROV sent links to it directly to 

young people far and wide; and also sent it to professionals, with the request that 

they pass it on. For example it was sent to: 

 258 young people who were members of young NCB; 

 160 young people on the Preparing For Adulthood Network (PFA); 

 6000 professionals on CDC’s and the PFA Network lists; and 

 3493 professionals on the Anti-Bullying Alliance. 

 

By April 2016, 28 responses had been received. Of the 18 respondents who gave 

their age, all but three were aged 16 - 21. Another, aged 28, counted themselves 

as a ‘young person’ too and was in a young person’s group. Genders were split 

equally, and 13 of the 18 who answered this question said they had a disability or 

long-term health condition. Unless otherwise stated below, everyone responded to 

all the other questions.  

 

This analysis combines the data from the online survey with views gathered from the 

website development group.  

 

A. General views 

Respondents were asked to score the whole website between 1 and 7, where 1 

was the lowest and 7 the highest score. As can be seen from Fig 4.1, the majority, 88 

per cent (25 respondents), gave high scores, of between 5 and 7.  

 

Fig 4.1 Overall scores on the website 

 

 

General comments were positive and the website’s aims, design and accessibility 

drew praise.  
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‘It is just amazing to know that there are people out there willing to help 

young people and children with their rights.’ 

 

When asked what they liked most about the website, the survey respondents gave 

the following:  

 

 Site design – 37% 

 Aims and coverage / the fact it was created – 25% 

 Personal stories – 21% 

 Everything – 17% 

 

‘I thought it looked really professional! I was impressed’ 

 

‘In all honesty, the set-out was interestingly simple - it was easy to use and was 

very well laid out’  

 

B. Views on the information provided 

Seven in ten of the survey respondents (71 per cent) said that some, or all, of the 

information was new to them, while 29 per cent said they already knew this 

information, which may be in part a reflection of a life-time of dealing with the NHS, 

rather than the prevalence of the availability of the information more widely. One 

commented on enjoying being able to read it for themselves.  

 

‘I didn't realise that I had that many rights. My mother is a patient expert in 

many rights. But the thing is, I don't like it when she tells me, because it feels 

quite patronising. But it's brilliant when I can read it off a website’ 

 

Fig 4.2 Novelty of the information provided 

 

 

None of it (I already 
knew this info), 29%

Some of it, 46%

A lot of it, 25%

How much of the information was new to you?

None of it (I already knew this info) Some of it A lot of it
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Respondents felt that the explanations given were ‘good’ (69 per cent), or ‘OK’ (31 

per cent).  

 

That said, certain concepts and aspects were said to need more explanation, such 

as the distinction between a ‘right’ and a ‘pledge’ in the NHS: the colour coding 

(yellow and pink) did not in itself explain the difference. In other words text was also 

desired, as well as advice on how to exercise a right or pledge in practice and 

practical details on how to make complaints. The downloadable leaflet was said to 

lack sufficient instruction and the link given merely produced a list of local hospitals. 

This proved confusing and not that helpful, moreso for complaints relating to GPs or 

other primary health care services. 

   

‘… you’d give up, if you’d come to this looking for advice on making a 

complaint and needed to scroll through seven to eight boxes’  

 

Asked how they expected to use the information on the website: 

 

 six respondents said they would use it in dealing with medical and other 

services;  

 five said they would share it with others; and the remainder 

 said they did  not know or did not answer this question.  

 

C. Accessibility 

The survey asked several questions to help judge the website’s accessibility, 

including: 

 

i) Clarity of the content, language and information;  

ii) Ease of navigation;  

iii) Ease of searching; 

iv) Visual appearance and accessibility; and  

v) Sound / aural accessibility. 

 

i) Clarity and language  

Eighty nine percent of the survey respondents said that all, or most, of the 

information and content was clear.  

 

‘It was all explained very clearly and very well’ 

 

However tensions also emerged, chiefly around the amount of information 

needed and the level at which it was pitched. It was sometimes felt that there 

was too much content, or that it was not structured that well, to the effect that 

there was too much to take in, ‘A lot to look at’. Many of the videos were felt to 
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be too long. At the same time, there was another view that the structure, 

concepts and language used were sometimes too ‘child-like’ and ‘simplistic’.  

 

‘It was clear and easy to understand, but I personally think that some of the 

wording could be more in depth as it was too child-like’  

 

This highlights the careful balance needed across providing adequate, new, and 

useful information; avoiding a website being overloaded with information; and 

catering for a wide range of ages, needs, cognitive abilities and literacy levels.  

All the survey respondents were aged 16 and over.   

 

ii) Ease of navigation 

In the survey, when asked how easy it was to find things they wanted:  

 

 69% (18) said it was ‘easy’ or ‘very easy’  

 27% (7) said it was ‘neither easy nor difficult’ 

 4%   (I person) said it was ‘difficult’.  

  

Fig 4.3 Views on ease of finding information on the website 

 

 

‘Displayed in a way so that young people can understand it, without the  

help of a parent or career’  

 

When asked about using links, 77 per cent said that the links from page to page 

were ‘good’; and 23 per cent felt they were ‘ok’. Positive comments were made 

on how easy it was to navigate the site.  

 

‘everything was labelled and easy to find’.  

 

Very easy, 50%

Easy, 19%

Neither easy 
nor difficult, 

27%

Difficult, 4%

How easy was it to find the things you wanted?
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In addition, suggestions were offered to improve navigability, for example to 

include a constant site map, to make it easier to shift between sections; and to 

show the pathway or trail of pages the user had already looked at.  

 

‘Takes too many clicks to get from Home page, to Contents page, to 

Explanation of symbol…’   

 

‘Would have helped to have the trail of where I'd been …’ 

 

Users were a bit confused by the method of underlining specific words and 

phrases: they said they were more accustomed to this signifying a link to another 

webpage or website, rather than a dictionary explanation of that term. 

 

iii) Search functions 

The site’s search function was reported to be limited: it did not always produce 

results and young people said it was not adequately intuitive. For example, no 

results were shown when they searched for certain topics, even if these were 

covered on the site, such as ‘privacy’ or ‘confidentiality’. It was believed that 

young people might have a tendency to start by searching under their own 

diagnosis or condition, e.g. ‘epilepsy’, or ‘Asperger’s’, but in practice searching 

for any condition drew a blank. Although it was accepted that the site did not 

provide medical explanations as such, it was suggested that a written 

clarification was needed about what the site did and did not cover; ideas of 

where to look for medical information; and re-directions or links to other reliable 

sites which did provide such details, e.g. NHS Choices.  

 

The search function was also said to not be ‘intelligent’ enough, in that if a word 

was spelt incorrectly, it did not correct this, or suggest the correct word, which 

was said to a relatively normal function in search engines. This might be very 

important for young people if they did not know the precise spelling, and/ or had 

literacy issues.  

 

iv) Visual appearance and accessibility  

Overall the website’s appearance was generally approved, especially the 

spaciousness and lack of clutter. Over seven in ten survey respondents (77 per 

cent) said it was ‘good’, with the other 23 per cent describing it as ‘ok’.  

 

‘I thought it looked really professional. I was impressed’ 

‘Good use of colour and layout. I liked how interactive the site was’  

 

Nonetheless, in terms of accessibility, not being able to quickly re-size the text 

was described as a serious downside, as was the inability to change the 

background or text colour, all of which would have made the text more legible 
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and the visuals easier to look at for everyone. A link is provided to another 

website which advises on accessibility (www.abilitynet.org.uk), but not all our 

respondents had spotted this, and the link and associated advice was not as 

visible or audible as necessary by those who needed it. Many of the videos were 

said to be too long and to require lengthy spells of concentration, which was 

challenging for some.  

 

Views were split on the graphic style and cartoon characters. On the whole 

these went down well, and 77 per cent of respondents said they liked the images 

and pictures used, but others thought these looked too ‘childish’ and ‘cheap’, 

as if they had ‘been copied from Clipart’.  

 

In contrast to the rest, the ‘Extra Info!’ page was described as unappealing and 

visually cluttered, as was the ‘Site Map’ and the ‘Parents and Carers’ pages. The 

latter were also said to lack accessibility. The reason for this variance was 

questioned, as parents were as likely to be disabled and have different levels of 

understanding and accessibility issues.  

 

v) Sound accessibility  

The text explanation to the videos was appreciated, but respondents said that 

sub-titles would be much easier, and less tiring, to read while simultaneously 

watching the video. The background music was described as too loud and 

made it hard to hear the speech.  

 

‘Music too loud on videos. I read the text but takes too long’ 

 

‘Well done but the lack of accessibility is bad’ 

 

 

D. Views on the videos  

Feedback on the videos was positive. In particular, visitors liked that videos were 

being used to explain issues and felt this was an engaging and novel way to get 

points across.  

 

‘Liked that there were videos’ 

 

‘I thought the stories were really interesting and informative’  

 

However in comparison to other points of feedback, a slightly lower percentage 

rated the videos as ‘good’ (65 per cent), and a number of specific concerns were 

voiced. Overall the comments made indicate that the videos needed a clearer 

purpose, more editing and without this could prove confusing. For example it was 

said that:  

http://www.abilitynet.org.uk/


Evaluation Our Rights Our Voice May 2016  Berni Graham 

 

 

23 | P a g e  

 

 
 

 the ‘rights’ issues in question in each video, were not always clear;  

 the videos highlighted problems, but did not include directions on how a 

young person could address the problem and exercise their rights;   

 they were felt to be slanted towards awareness-raising about how bad 

the situation is, rather than how to use rights to address situations; 

 a few were described as excessively ‘gloomy’ and ‘negative’, 

aggravated by very sad music, especially the video about transitions;  

 some of the videos were said to be too long and thus required too much 

energy and concentration to watch; 

 only one of the cases had a ‘hidden disability’; and 

 children and young people could unwittingly end up lost in YouTube or 

other unrelated sites, because when the video ends, the viewer remains 

on the YouTube site and gets offered more YouTube videos to watch.  

 

‘You could talk about what mistakes were made and how these were 

corrected and how this happened: for example this is what I did and how I 

succeeded’ 

 

 

E. Ease of downloading and linking  

Ten respondents (40%) had tried to follow links to other websites listed, and 80 per 

cent (8) of these found this ‘easy’ or ‘very easy’ to do. Three had attempted to 

download a PDF document and all said this was ‘easy’ or ‘very easy’.  In the group 

discussion, the links were also reported to work well, but a more comprehensive 

range of links was desired. Finding the Get Your Rights website itself was said to be 

quite challenging, unless the full URL address was already known. Searches on the 

CDC website produced no results, using the term ‘Get Your Rights’. Even when ‘NHS 

Constitution’ was used as the search term, the general project came up, but no link 

to this website. Searching via the NCB website similarly produced no links. 

 

Table 4.2 Ease of linking to other sites  

How easy did you find linking to other websites? Percentage Number 

Very easy 70% 7 

Easy 10% 1 

Neither easy nor difficult 20% 2 
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4.2 Views on the workshop toolkit 
The OROV workshop materials were designed to be used in group settings, to 

enable children and young people discuss the topics and explore how to apply 

their rights when using health services.  

 

The toolkit consists of: 

 A set of statements, which participants have to identify as true or false;  

 A jigsaw of large pieces, each containing a statement about rights;  

 Large cards, with one specific right written on one side and explained 

briefly on the reverse;  and 

 Case study scenarios, containing short vignettes about individuals. 

 

4.2.1 Piloting the toolkit 

At the time of writing, these resources had been piloted by a number of groups. 

Workshop facilitators were asked to observe participants’ responses to the materials 

and information and to ask the young people to complete both a baseline and a 

post workshop questionnaire.  

 

Four local Healthwatch agencies and one youth agency (working closely with their 

local Healthwatch) collected the data and feedback requested. The results 

presented here are based on 19 groups run with a total of 304 young people, aged 

13 to 25. As can be seen from Table 4.3 these settings included a mainstream 

school, a special school, a Sixth Form College, and generalist and specialist youth 

groups.  

  

Table 4.3 Groups known to have piloted the workshop toolkit 

 Type of group(s)/ 

setting 

Numbers Age range Disabled / long term health 

condition? 

Area  1  Special school 6   18 -19 YP with severe learning and 

physical disabilities 

Area 2  Mainstream School, 

Class setting 

240 (in 8 

groups) 

Yr 9  

13 -14  

A few YP had disabilities or 

long term conditions 

Area 3  Specially convened 

group 

7 17-25 All were CAMHS users/ & had 

other health conditions, and / 

or were young carers 

Area 4  Young Leaders - 

residential  

23 16-23 Generic group 

Youth group  

 

7 16-25 Generic group 

Youth workers n/a Adults n/a 

Area 5 

  

Sixth Form College 21 16-17 Generic group, but some 

disclosed mental health issues 

Total numbers of young people 304 13-25  
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The following analysis is based on:  

 Pre- and post-workshop questionnaires completed by the young people 

attending. These aimed to track changes in knowledge, by asking the 

same questions before and after the workshop. A copy is in the Appendix. 

 Verbal feedback collected from participants by the professionals running 

the groups. In one setting, the young people were too disabled to 

complete the pre- and post- measures. Instead, the facilitators asked 

questions of the group as a whole (n=7).  

 Structured observations conducted and written up by the facilitators. 

 Qualitative in-depth telephone interviews with the Healthwatch and other 

professionals who ran the pilot workshops (n= 5).  

 

Out of 304 recorded participants, 113 baseline and post-workshop questionnaires 

were returned. However of these, the before and after responses could only be 

accurately tracked for 26 individuals. The remaining 87 were completed by school 

pupils in class room settings, and for various reasons it was not possible to match all 

the individual pre- and post- responses. Instead, across these 87, general before 

and after trends were assessed. In two classes of the large mainstream school, the 

facilitators collected the responses from the group as a whole (50 young people).  

 

4.2.2 Increased knowledge and understanding among young 

people  

The following analysis is mainly based on the pre- and post-workshop questionnaires 

completed by young people, verbal feedback and professionals’ observations.  

 

On the whole, young people said they enjoyed the sessions, found them interesting 

and felt listened to. Those with more first-hand or more challenging experiences of 

using NHS services, were said to find it easier to engage with the materials and 

issues, contribute to discussions and found it most useful. In general, the groups 

were reported to be quite happy to discuss personal issues in front of their peers.  

Discussing sensitive issues, such as mental health, was possibly the most challenging, 

especially in the larger and more generalist groups in schools. Nonetheless this was 

one of the most common topics to emerge across all the pilot settings.  

‘I had a lot of fun sharing my experiences and hearing others people’s from 

different backgrounds. I loved the puzzle activity.’ 

 

The findings indicate that prior knowledge varied immensely across the young 

participants. However even those who had a reasonable sense of their rights prior 

to the workshops gained more knowledge as well as confidence about how to 
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exercise these in practice. All the young people reported that they learnt 

something new, especially about the NHS constitution.  

Across the groups, the most frequently reported areas of change related to: 

consent, being included in decision making, the right to ask questions and to be 

informed;  

 confidentiality and who else had a right to know your medical details;  

 having a choice of services;  

 making complaints, especially knowing how to make a complaint;  

 that the NHS was free; and  

 that those with mental health issues had the same rights as those with 

physical conditions.  

 

Facilitators felt that not only was this useful information to have when young, but 

that it would be as important later, when using adult services. 

At the start of these workshops many young participants were unclear about their 

right to be given an explanation about ‘any test or treatment ... in a way they 

could understand’, their rights to ask a doctor more questions, see their medical 

notes and records if they wanted to and to consent or not to treatment or tests. 

Looking at the completed post-workshop measures, there was some improvement 

by the end of the workshops, and young people stated that they felt more 

confident about asking questions about their condition or treatment and requesting 

more explanation.  

 

Facilitators reported that the young people appreciated learning that they had a 

right to be spoken to directly by health staff and kept personally informed and 

involved in decision-making around their own care, and that professionals should 

not only speak to their parents. In many sessions, young people reflected on and 

gave examples of how they had previously not being included in discussions about 

their care. However, the feedback also indicates a continuing lack of certainty 

around the issue of consent, in terms of the extent of their rights to agree to, or 

refuse, a treatment or test.  

Participants were asked if parents/ carers and teachers had a right to be told 

about any tests or treatment the child or young person was getting. Before the 

workshops, the young people were quite unsure about the rights of a parents / 

carers and teachers to such information. However, after the workshops, they had a 

greater sense that teachers did not have a right to this information. Views on 

parents’/ carers’ rights were more mixed, which might also reflect the varied age 

range across groups (under and over 16), and that they wanted parents and carers 

to know this information as well as being informed themselves.  
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It was beyond the scope of this evaluation to find out the extent to which the self-

reported and observed increases in knowledge and confidence translated into 

longer-term changes in behaviour.  

Professionals hoped that parents would learn about some of these rights, second-

hand from their children. Teachers and other professionals who helped deliver 

workshops reported that they had learned a lot of new information themselves. 

  

4.2.3 Gains for Healthwatch 
 

Healthwatch professionals reported several gains. The toolkit and workshops with 

young people complemented their normal work. OROV had equipped them with 

both valuable new resources, which they could continue to use, as well as a route 

in to working with a younger age group.  

 

'… been brilliant for us... with the  resources and ideas, I've just had to go  

and deliver, been brilliant ….work's done for you'. 

 

In addition, through running these pilots they had found an appetite for sessions like 

this both among young people, and in schools, youth clubs and other settings. 

Those interviewed planned to use the materials again and run more groups on this 

subject. 

 

Professionals’ knowledge of the NHS Constitution was reported to have been low 

prior to working on OROV, but had increased markedly as a result. Providing these 

workshops had helped Healthwatch’s reputation among young people and other 

agencies. One Healthwatch said they had used the topics and complaints 

emanating from their workshop to pursue policies locally, and feed into work they 

do with local GPs and CAMHS.  

 

4.2.4 Comments on specific aspects of the toolkit 

 

The following points and recommendations are based on the interviews with, and 

the written feedback from, the pilot workshop facilitators.  

 

a) General topic. Professionals welcomed the fact that this subject was being 

covered and felt the timing was apposite. The toolkit was seen as a valuable 

resource and an excellent introduction to this subject. Facilitators greatly 

appreciated having a ready-made set of interactive resources designed for 

groups and the resources and effort this had saved them. None were aware 

of other workshop materials addressing the topic of health service rights for this 

age group. Most wanted to use, or had already used, the materials again. 
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b) Workshop design and plans. Everyone complimented the approach and 

design and enjoyed having a pack of nicely produced materials. These 

practitioners each received considerable instruction and modelling on how to 

run the activities, a degree of input which might not be feasible to replicate as 

the project rolled out nationally. At the same time it was not felt that the 

workshop could be sent ‘cold’ to a professional, or lifted ‘off the shelf’, without 

substantial guidance on the background and how to implement the toolkit. 

Planning and delivering the workshops was said to require a constant 

balancing of providing sufficient detail and content, while not overloading the 

young people and allowing flexibility to respond to each group in question.  

 

The cards and case studies came across consistently as the most useful.  

 

'Case studies are good – they bring it to life a bit more, easier to identify with’ 

 

Although practitioners liked the concept of the jigsaw, in practice this proved 

tricky to use effectively and was often not used at all. More guidance may be 

needed on how to get the most from it. For instance it was suggested that the 

jigsaw might work better with younger, long-term, groups, or if discussed one 

piece per session.  

 

Professionals interviewed felt they needed more ideas on how to make the 

topic of rights more ‘fun’ and ‘engaging’, and desired more alternative 

resources ‘up their sleeves’. Suggestions included having a wider range of 

activities to allow changes of pace and intensity; and including blank cards 

for young participants to create their own scenarios. However practitioners 

did not expect OROV to create and provide all of these: to avoid duplication 

and enable sharing, they proposed the creation of an internet-based bank of 

tools and ideas for practitioners to access. Another adaptation suggested was 

to use these workshops as a rolling programme, and revisit the issues 

periodically. That would also help practitioners monitor any change over time.  

 

c) Timing proved challenging. It was found to be difficult to cover all the topics 

and issues emerging in the time allowed, or in one session; that sessions easily 

went ‘off-piste’; and that it was hard to stick to the plan, particularly if young 

people asked lots of questions or shared personal experiences (both of which 

were desirable), or had any additional access needs.  

 

It was suggested that the content and amount of topics to be covered may 

need to be reduced, or subdivided into a number of stand-alone sessions, to 

enable issues to be covered more thoroughly and faciliate more discussion 

time. Setting a maximum number of participants was also recommended. It 

was thought that this should be 10 to 12 per workshop, according to 
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experience, ability, understanding and mutual trust. In one pilot group, the 

young people were split into four sub-groups, and each looked at a discrete 

topic. This enabled more depth of discussion within the available time.  

 

d) Targeting and adaptations for different groups and needs. All of those 

interviewed had adapted the materials or plans in some way to suit the 

children and young people in their group. One challenge was ensuring 

accessibility and that the materials, design and information matched the 

physical and cognitive ages of those attending. While the topics were felt to 

be pertinent and necessary for all children and young people, the concepts 

and materials were said to be too complicated for those with cognitive 

impairment, but at the same time could feel too ‘young’ for young people 

aged 16 or more. Those delivering workshops in this pilot were all able to 

adapt session plans and materials to fit their own groups. This indicates that 

the materials are, and moreover need to be, adaptable, and that one format 

is unlikely to suit all groups.   

In this pilot, the most substantial changes were made for a group of young 

people who had quite profound learning disabilities, combined with other 

communication and physical disabilities. To meet their needs, the workshop 

was divided into three separate periods, delivered over three different days. In 

addition the content was redesigned and ‘simplified right down' to some ‘key 

messages’. For example many of the young people could not read, or 

understand many of the issues, were not familiar with the symbols used and 

often needed physical and assistance throughout the session, and  

‘interpreters’ whose role was to continuously check understanding. To make 

the necessary amendments, Healthwatch met with the teachers who knew 

the young people’s abilities. They jointly planned the delivery, substantially 

adapting the materials and creating additional and more accessible tools 

and role plays. Using the jigsaw as a starting point, the three sessions delivered 

focused on: feeling cared for; making choices; a right to information; and 

staying healthy.  

Adaptations were also necessary to make the resources useful for a group of 

young people who had mental health problems. Here it proved necessary to 

link the principles to and talk specifically about CAMHS provision.   

School settings presented another set of challenges, not least working with 

large groups of children and being limited to a class period, usually 45 

minutes. Those running workshops with classes of 30, Year 9, pupils decided to 

not use the jigsaw, but added two videos of local relevance. As each session 

was delivered to full classes, practicing and researching in advance was 

essential, as there was no scope for thinking or adjusting plans on the spot. 

They also tweaked the questions and answers to what they anticipated these 
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pupils would need most, but found they needed to amend these further on 

the day.  

Once content is finalised, more accessible versions of these materials were 

said to be needed, for instance for young people with low levels of literacy, 

short attention spans, sight impairment, physical impairment and cognitive 

impairment, and different age groups.   

 

e) The case studies were liked and were reported to have helped focus minds on 

realistic, tangible, situations. 

‘Case studies were good - bring it to life a bit more, easier to identify with' 

However, it was also necessary to adapt these to varying extents to match the 

group in question. Before the sessions, professionals tended to select a small 

number of case studies which they judged covered the most pertinent 

scenarios for that group. In one setting, the young people were unable to 

relate to these case studies, and were invited to create their own, which 

worked better. In another group, role plays were devised and enacted by the 

professionals, who stopped at key points for discussions of the issues emerging.  

  

f) Facilitators felt they needed more facts and background within the pack. 

Interviewees said they often lacked adequate knowledge about the relevant 

rights, context and ‘grey’ areas, in order to field questions and structure 

discussions. As a result they usually had to do ‘a lot of reading up’ to prepare 

for workshops and felt that the resources could not be simply lifted ‘off the 

peg’ without such background study. As groups reacted differently to the 

resources, it helped to have prepared alternatives and factual answers in 

advance, to reduce the amount of ‘thinking on the spot needed’. Workshop 

conveners felt they required more accurate information in addition to and 

beyond this, so that they had the legally correct answers at their finger-tips, to 

help young people get the most from the workshops. 

‘There is still a need for more resources which explain better the ‘grey’ areas in 

the NHS constitution and rights. That would help the facilitator explain some 

issues better’  

For instance professionals felt they needed to provide more details around 

consent, confidentiality and choice and how such rights relate to specific 

conditions, not least mental health. They also wanted a summary of the legal 

underpinning for each of the different rights and pledges in the toolkit. It was 

said to be difficult to ‘follow the trail’ of each right, or each set of rights, within 

the NHS Constitution or the toolkit, the law behind these and how to apply 

them in practice.  
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Outline answers, or answer sheets to give young people, were also desired as 

were reference lists for other useful resources. Several facilitators had created 

additional information to hand out on the day, including on how to make a 

complaint; a summary of the NHS constitution, as the handbook was 

considered too long; the rights emanating from the United Nations; where to 

get information and support locally; and links to other relevant resources and 

agencies.  

 

 

Overall the findings suggest that the pack proved very useful and popular, but may 

need some further development. In particular suggestions and guidance were 

desired to help adapt it to different situations and a wider range of children and 

young people, along with more background legal and policy information to assist 

the facilitator. The findings indicate that the toolkit is best delivered with small 

groups and with children and young people who have already some experience of 

using health services.    
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Section 5. Conclusion   

 

 

This conclusion returns to the main evaluation questions. 

 

 

How children and young people were involved and how they found their 

involvement  

A large number of children and young people were involved in OROV, to greater or 

lesser extents across its lifetime, and they fully enjoyed their roles. Their influence 

over the project’s shape, direction and outputs is of as much interest as any 

quantitative measure, such as the numbers who took part. By far, the young 

researcher could be said to have had the greatest influence on the project’s 

development, and by all accounts also helped to keep the issue of involving other 

children and young people to the fore. Those involved in the initial discussion 

groups around the country had helped determine the creation of a website as well 

as a set of interactive workshop tools. In turn the website’s design was said to have 

been firmly based on ideas and views of the young people consulted.  

 

Overall, the various ways in which young people were involved in this project was 

interesting in itself. This ranged from a more ‘typical’ ‘consultative’ role, represented 

arguably by the children and young people who participated in groups testing the 

workshop toolkit, to most of the other participants who directed the shape of either 

parts of OROV, or the project as a whole. This also mirrors the range of participation 

approaches generally employed. The counterfactual is as interesting in assessing 

the level of participation and its impact: in other words if young people had not 

been involved in this project, would it have turned out the same? The evidence 

suggests not.  

 

The website group were impressed at the extent to which their views and issues 

were reflected in the project’s outputs and felt this contrasted favourably to other 

policy consultations in which they had taken part. It was fairly easy to trace the 

input from this and other young groups through to the final outputs, not least the 

website and toolkit. Possibly the concreteness of the OROV’s products, made 

participation and tracking young people’s inputs slightly easier. However, the 

subject matter and context were found to be quite challenging to discuss and to 

reduce to simple ideas and tools: not least the diversity of services and individual 

circumstances to consider; and because of the general low awareness of the 

constitution and associated rights found among professionals as well as the public.  
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The extent Healthwatch professionals have used, or intend to use, the OROV 

resources  

By the time of this evaluation, the workshop toolkit was the main OROV output used 

by Healthwatch. It attracted substantial praise and was felt to have addressed an 

unmet need; the Healthwatch personal involved in the evaluation had no doubt 

that they intended to continue using it. Interestingly, Healthwatch professionals 

were largely unaware of the new website and so focussed most of their reviews on 

the toolkit.  

 

Usefulness and pertinence of material to professionals, children and young people  

Over and above praising its overall design and content, Healthwatch professionals 

appreciated having workshop resources covering this concept and area of rights, 

and felt that the toolkit was fairly unique in this field. One of the toolkit’s strengths 

was its adaptability to a wide range of children or young people with varying 

access needs. Even among the small pilot sample, plenty of ideas emerged on how 

to amend the content or delivery to suit diverse groups of children and young 

people. Certainly more work would be needed to make it a more off-the-shelf 

product for each group and to provide professionals with more background 

information to be able to use it independently. However adapting the resource 

substantially for each group might also create tensions in ensuring quality and 

standardisation, especially given professional’s self-reported lack of knowledge 

around these rights.  

  

As well as enjoying the workshops and topics covered, useful feedback and 

suggestions were given on the toolkit and website. The findings indicate that the 

toolkit in particular was probably most suitable for children and young people with 

personal experience of using NHS services, as they have a context into which to 

relate the rights and the new information provided. As it happened, these trials 

were with young people aged 13 and over and the findings therefore reflect the 

response of an older age group. Possibly younger groups would respond differently 

to the content and/or presentation, and might require further simplifications of the 

material.  

 

Young visitors’ views on the new OROV website  

Young people who responded to the website survey were extremely positive about 

having a website devoted to this topic and its general design and content. It was 

felt to provide useful information and fill a gap, covering issues young people said 

were not found together in another website. However the findings also suggest the 

need to continue working on the content and its accessibility for a wide range of 

children and young people. Moreover, given the positive feedback and 

distinctiveness, the website needs to be publicised much more extensively and 

become easier to find in associated websites, not least that of its parent 

organisations.   
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Extent OROV has increased awareness about the NHS constitution among relevant 

stakeholders  

OROV managed to bring the NHS Constitution and associated rights to a wide 

array of audiences, who, the findings suggest, would probably never have heard of 

it, or its provisions, otherwise. Through creating the materials and delivering 

workshops, it was found to be virtually impossible as well as meaningless to discuss 

the NHS constitution without reference to other pieces of related legislation and 

official policy, such as the UN Charter. OROV managed to encompass these 

different measures, but in so doing, also highlighted to professionals that they 

needed a better grounding and more resources on relevant issues, when trying to 

impart information and advice to young people.  

 

 

While more work may be required to develop the tools and website further, ensure 

all-round accessibility and keep the resources up to date, overall, the findings show 

that the work of OROV has been successful and that an unmet need was correctly 

identified, namely for specialist resources on this topic, for this age group. 
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Section 6. Summary of recommendations  

 

The following recommendations were made by interviewees and survey 

respondents. 

Workshop toolkit 

 Suggest setting a maximum number of participants. It was thought that this 

should be approximately 10 or 12 per workshop, according to experience, 

ability, understanding and mutual trust.  

 

 Provide more background information, facts and references to law and 

official policy within the toolkit resources, to help workshop conveners feel 

more informed, field questions and structure discussions. 

 Include more information up-front about how different rights apply to mental 

health, learning disabilities and possibly other categories of conditions. 

 Demonstrate the pathway from the law, through to the rights flowing from 

each provision and in turn the case study examples and other points in the 

pack. 

 Provide facilitators with guidance on how to prioritise the content and how 

best to cut it to fit time restraints, while maintaining the most critical parts. 

 Give suggestions on the most appropriate ways to subdivide the content into 

discrete stand-alone sessions, to enable issues to be covered more thoroughly 

and allow more discussion time. 

 Once content is finalised, provide recommendations on how to amend the 

toolkit and session plans to make the material and concepts accessible for 

children and young people of different ages and with a range of access 

needs, for instance those with low levels of literacy, short attention spans, sight 

impairment, physical impairment and cognitive impairment.  

 Perhaps crate a website, portal, or a page within Get Your Rights, for 

professionals to share their local resources or adaptations of the toolkit, 

variations on the plan and additional materials. 

 

Website 

 Improve all round accessibility, especially visuals, sub-titles and sound, and 

provide more user options, such as re-sizing text and changing background 

colours. 
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 Clarify the points and which rights entailed within each video, as well as how 

to purse these further. 

 Look at shortening the videos, include sub-titles and making the ‘rights’ issues 

entailed much clearer to young viewers. 

 ‘De-clutter’ some sections, including the ‘Extra Info!’ and ‘Site Map’ 

 Improve search facilities and navigability 

 

 

 



 

Appendix 1:  Baseline and post workshop measures  

Pre Workshop Quiz 

Date ................   Location...................................   Initials ______ 

Please answer the questions below as best you can. This is not a test. We just want to find out how helpful this workshop is. 

1. Children, young people and adults have certain ‘rights’ when it comes to the health service. By ‘rights’ we mean 

things that should happen. Say whether or not you think each of the statements below are rights:  

 
Statement 

Yes, this is a right I’m not sure No, this is not a 
right 

NHS health services are free  
 

   

NHS staff should explain any tests and treatment to children and young 
people in a way they can understand 

   

NHS staff should explain all the tests and treatment you get to your parents 
or carers  

   

NHS staff should tell your teacher about any tests and treatment you are 
getting  

   

A child or young person can decide to say either ‘yes’ or ‘no’ to a medical 
 Treatment 

   

The NHS should look after your emotional and mental health – not just 
physical things 

   

You can ask to see your medical notes and records (what doctors and 
nurses have written) if you want to 

   

Everyone should be treated equally, no matter who they are 
 

   

Children and young people under 16 can make a complaint about an NHS 
service  
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2. If you were going to see your doctor tomorrow, how confident would you feel to.....  

 Really 
confident 

Confident Middling Not 
confident 

Really not 
confident 

..ask them a question about your health or treatment      

..ask them to explain things again or more clearly      

.. say you are not sure about something and  need some more 

information  
     

 

3. What do think this workshop will be about? 

1.  
2.  

 

4. What do you hope you will get out of it? 

 
 
 

5. What age are you? _____ 

 

6. Are you:    Male    Female   Transgender 

 

That’s it. Thank you.  
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Post workshop feedback 
 

Date ................  Location ...........................  Initials ______ 

We want to know what you think of the workshop you have just done, to make sure it is as good as it can be for other 

children and young people. Please answer the questions below as honestly as you can. 

  

1. How much do you agree with the following statements about this workshop: 

 1 
Totally agree 

  

 

2 3 
Neither agree nor 

disagree 

 

4 5 
Totally disagree  

 

 

The session was fun 
 

     

It was interesting  
 

     

I felt listened to 
 

     

Please explain a bit more if you like:  
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2. Do you feel you learned anything new? 

 
 Yes  

 

 
 No   

If yes, can you say what it was you learned? 
 
 
 

If not, was there any particular reason? 

 

 

3. For each of the statements below, say whether or not you think these are rights.  

 Yes, this is a 
right 

I’m not sure No, this is 
not a right  

NHS health services are free  
 

   

NHS staff should explain any tests and treatment to children and young people in a way 
they can understand 

   

NHS staff should explain all the tests and treatment you get to your parents or carers  
 

   

NHS staff should tell your teacher about any tests and treatment you are getting  
 

   

A child or young person can decide to say either ‘yes’ or ‘no’ to a medical 
 Treatment 

   

The NHS should look after your emotional and mental health – not just physical things 
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You can ask to see your medical notes and records (what doctors and nurses have written) 
if you want to 
 

   

Everyone should be treated equally, no matter who they are 
 

   

Children and young people under 16 can make a complaint about an NHS service  
 

   

 

4. If you were going to see your doctor tomorrow, how confident would you feel to ....  

 Really 
confident 

Confident Middling Not 
confident 

Really not 
confident 

..ask them a question about your health or 

treatment 

     

..ask them to explain things to you again or 

more clearly 

     

.. say you are not sure about something and  

that you need some more information  

     

 

5. What age are you? ____ 

 

6. Are you:  Male   Female  Transgender 
 

That’s it. Thank you. Your feedback will be very helpful 


