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Herefordshire Interim Report April 2019 

Introduction 

This Interim Evaluation Report has been prepared by RIX Research & Media at University of 
East London. A full evaluation method is being applied to the WikiMe project from which a 
Ά͊εΩθφ ϭΉΛΛ ̻͊ εθΩ͆ϡ̼͊͆ ̮φ φΆ͊ ͊͆ Ω͔ φΆ͊ εθΩΕ̼͊φ·μ ΉΛΩφ εΆ̮μ͊ ϭΆΉ̼Ά Ά̮μ ̻een re-
scheduled for publication June 2020 to accommodate the extension of the programme. 

ΐΆ͊ ΠΉΘΉͰ͊ εθΩΕ̼͊φ ͊Ϭ̮Λϡ̮φΉΩ ̮εεθΩ̮̼Ά Ήμ ̮ΛΉͼ͊͆ φΩ Θ͊ϳ ͼΩ̮Λμ Ω͔ φΆ͊ D͔E·μ ΊEͱD Ά͔͊ΩθΡμ 
(2015) via a set of simple research questions on the effectiveness of WikiMe software use to 
influence: 

	 Engagement of individuals with SEN and disabilities, their parents & carers, 
professionals and volunteers in the co-production of personal plans for education, 
health and care and; 

	 Impact upon the quality of: 
o	 Communication between individuals, parents and carers with professionals, its 

frequency and quality; 
o	 Self-advocacy for children, young people and families; 
o	 Personalisation Ω͔ φΆ͊ μ͊θϬΉ̼͊ εθΩϬΉ͆͊͆ Ρ͊͊φ φΆ͊ Ή͆ΉϬΉ͆ϡ̮Λ·μ specific needs, 

choices and aspirations in a way tΆ̮φ Ήμ ΡΩθ͊ Άε͊θμΩ-̼͊φθ͊͆· 

Evaluation data has been gathered to date from 15 baseline and 3 midpoint questionnaires; 
12 telephone interviews, 8 face-to-face interviews and 2 focus group sessions with 21 
parent, carer and professional participants. A muΛφΉΡ͊͆Ή̮ ΆE̮μϳ ΊϡθϬ͊ϳ· ηϡ͊μφΉΩ̮Ήθ͊ Ά̮μ 
been used with 14 young people taking part and analytics data of usage of the WikiMe 
Software has been analysed from 3 quarterly reports (Oct18/Jan/April19). 

This Report provides a summary of the project·μ progress and status (April 2019), mapped to 
the project research questions, to assess effectiveness of the intervention. This is measured 
in terms of take-up of the software and the multimedia advocacy approach and 
consideration of the evidence that intended impacts are being realised on the project. The 
Report also presents the expectations voiced by the parents, carers and professionals taking 
part in the project alongside our findings to date. This interim evaluation process has helped 
to focus project goals for the team, providing a snapshot of the challenges parents and 
carers face with services that they anticipate the software could help resolve and identifying 
the drivers and barriers affecting the implementation of the multimedia advocacy approach 
in Herefordshire. 

RIX Research & Media, University of East London 2 
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1. Engagement - expectations and experience of participants 

Parents, carers and professions across Herefordshire attended demonstrations of the 
software and were quick to express their interest in taking part in the project. Potential new 
recruits immediately identified a wide range of ways they could see the software and its use 
making life easier for themselves and the people that they support. 

Parents & Carers’ engagement 

Interviews with parents and carers highlighted the key issues they hoped the project would 
address around need for improved information sharing and better advocacy for themselves 
and their children. They identified the need for information to be shared more efficiently 
between parents and carers and the various agencies for a more consistent and joined-up 
approach to planning and support. Parents & carers swiftly saw the potential of the 
multimedia advocacy approach to address these challenges. A foster parent shared 
͊ϲε̼͊φ̮φΉΩ φΆ̮φ Άit will be a usefuΛ φΩΩΛ ͔Ωθ Ή͔ΩθΡ̮φΉΩ μΆ̮θΉͼ· and a mother said she 
ΆΩε͊͆ Ήφμ ϡμ͊ ϭΩϡΛ͆ Άe̮μ͊ φθ̮μΉφΉΩ φΩ ̮͆ϡΛφ μ͊θϬΉ̼͊μ ̮͆ ̮ϬΩΉ͆ ΡΉμφ̮Θ͊μ ̻ϳ εθΩ͔͊μμΉΩ̮Λμ΄· 

Parents shared the aspiration that use of WikiMe would help to capture the specific care 
needs of children and young people that use services so that parent & carers do not have to 
rehearse the same case history information repeatedly to different professionals. A mother 
interviewed explained, ΆΠΆ͊ ϳΩϡ Ρ͊͊φ ̮ Ά̮͊lthcare professional you end up repeating 
ϳΩϡθμ͊Λ͔ μΩ Ρ̮ϳ φΉΡ͊μ φ͊ΛΛΉͼ φΆ͊ μ̮Ρ͊ μφΩθϳ ΩϬ͊θ ̮͆ ΩϬ͊θ ̮ͼ̮Ή·. She saw positive 
potential for the software to change this ̮͆ ̼͆͊Λ̮θ͊͆ φΆ̮φ μΆ͊ ϭ̮μ Άexcited to be able to 
share information about my child witΆ ΩφΆ͊θ ̼̮θ͊θμ ̮͆ εθΩ͔͊μμΉΩ̮Λμ΄· She hoped the pace 
and ease of use of new media tools could help change things, Ά͛ Εϡμφ φΆΉΘ φ̼͊ΆΩΛΩͼϳ Ήμ μΩ 
ηϡΉ̼Θ ̮͆ μΩ ̮͊μϳ ̮͆ Ήφ·μ ̮φ ϳΩϡθ ͔Ήͼ͊θφΉεμ·. 

Parents & carers identified the need for the individual, their communication and their 
wishes to be more effectively heard and understood so that their choices and aspirations 
would inform personalised and person-centred education, care and support. They wanted 
the voice of their children to be heard, as expressed by two parents at a project induction 
session ΆI am looking forward to giving my child a voice.· !͆ Ά͛·Ρ ΆΩεΉͼ Ήφ ϭΉΛΛ ͼΉϬ͊ ̮ ̻͊φφ͊θ 
chance for my child to be understood.· A father said he saw the software could, Άhelp set 
goals, in terms of independence and work aspirations and make sure that he is central to 
the decision making.· 

The direct recruitment of parents and carers of children and young people with disabilities 
has proved to be a slow process as those ϭΆΩ ΡΉͼΆφ ̻͔͊͊Ήφ ΡΩμφ ͔θΩΡ φΆ͊ εθΩΕ̼͊φ·μ 
intended tools and methods are hard to reach, being short of free time and frequently 
isolated as a result of their challenging first-line care commitments. One professional shared 
this experience of recruitment, ΆI have talked [..] to some parents about it who have heard 
Ω͔ Ήφ ̻ϡφ φΆ͊ϳ·Ϭ͊ μ̮Ή͆ ΆΐΆ͊θ͊·μ μΩ Ρϡ̼Ά ͼΩΉͼ Ω ϭΉφΆ Ρϳ ̼ΆΉΛ͆ ̮φ φΆ͊ ΡΩΡ͊φ ͛ Εϡμφ ̼̮·φ 
cope with the idea of doing anything else·΄· 

RIX Research & Media, University of East London 3 
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Professionals’ engagement 

Professional participants saw a direct fit for the project with the current ways care is 
expected to be delivered in line with the SEND Reforms. One service Manager recognised 
the alignment ϭΉφΆ ΊEͱD ͼϡΉ̮̼͆͊ ΆΐΆ͊ ̼Ω͆͊ Ω͔ εθ̮̼φΉ̼͊ μ̮ϳμ φΆ̮φ Ή͔ΩθΡ̮φΉΩ μΆΩϡΛ͆ ̻͊ 
provided in the format φΆ̮φ ε̮θ͊φμ ϭ̮φ· ̮͆ ̮ φ̮̼͊Ά͊θ μ̮ϭ φΆ͊ μϳμφ͊Ρ·μ εΩφ͊φΉ̮Λ φΩ 
provide, Ά̮ ΡΩθ͊ ε͊θμΩ-centred approach [..] multi agency person involvement [and] timely 
ϡε̮͆φΉͼ μΆ̮θ͊͆ ̻ϳ ̮ΛΛ΄· 

A significant number of professionals interviewed declared their positive aspirations for the 
εθΩΕ̼͊φ ̮͆ Ά̮͆ ̮ μφθΩͼ ͼθ̮με Ω͔ Ήφμ ΡΉμμΉΩ Ά͛ ͼΩφ Ϭ͊θϳ ͊ϲ̼Ήφ͊͆ ̮̻Ωϡφ Ήφ΄ ͛ φΆΩϡͼΆφ Ήφ ϭΩϡΛ͆ 
̻͊ Ϭ͊θϳ ͔̮φ̮μφΉ̼΄ ͛ ϡ͆͊θμφ̮͆ Ήφ Ά̮μ φΩ ̻͊ Ά͊Λ͆ ̻ϳ φΆ͊ ε̮θ͊φ μΩ Ήφ·μ ϡ͆͊θ φΆ͊Ήθ ̼ΩφθΩΛ [..] 
they have to grant that access. I can definΉφ͊Λϳ μ͊͊ Ήφ ̻͊Ήͼ ̻͔͊͊Ή̼Ή̮Λ΄· 

Other professionals were found not to be fully informed about the project and some who 
were asked to engage in the project were cautious about what the new practices entailed, 
the demands that participation would make on their time and the potential risks involved. 
On occasions, information on the pilot appears not to have been fully disseminated across 
εθΩ͔͊μμΉΩ̮Λ φ̮͊Ρμ΄ ! ε̮θ͊φ ̼ΩΡΡ͊φ͊͆ ΆWhenever I spoke to a professional and said 
ΆWould you be interested in this?· Th͊ϳ·Ϭ͊ Εϡμφ Ωφ Ά̮͊θ͆ Ω͔ Ήφ. From a professional point of 
view they are just like Ά͛ ͆Ω·φ ΘΩϭ ϭΆ̮φ φΆ̮φ Ήμ· - and they just shy away.· 

Professionals also shared some confusion about their required role and input in the 
multimedia advocacy process and did not appear to have grasped the εθΩΕ̼͊φ·μ ̼ΉφΉϸ͊ 
advocacy goals ΆI think we have [..] issues technically in terms of it has to be held by the 
ε̮θ͊φ ̮μ ͔̮θ ̮μ ͛·Ρ ̮ϭ̮θ͊, so we have to have a parent come to us and say can you go on 
it.· Such feedback suggested a need for the project to clarify the active role professionals 
might take e.g. in promoting its use with families as a tool to support their work, in 
requesting access to a wiki-me to add and view information 

Similarly, there was caution about the equipment demands for professional participants, 
who simply require a computer with internet access to view shared content, but seemed 
unsure about this and saw the possible need to access camera or recording tools in their 
professional settings as prohibitive Ά΅̮nother barrier for us is the ability to get on it. We 
have computers in our office but ϭ͊ ͆Ω·φ Ά̮Ϭ͊ ̮ϳφΆΉͼ ΡΩ̻ΉΛ͊ Ωθ ̮ϳφΆΉͼ ͊Λμ͊ Ωθ ̮ϳ 
other way to access things technically.· 

Caution about data protection risk with the new ways of working required on the project 
were a significant factor in delaying engagement, particularly by healthcare teams and some 
schools. One professional shared this as the key obstacle to participation: ΆIt is literally the 
legalities of GDPR and the fear of information sharing that is holding people back.· 

Project presentations and information resources affirmed that its products and methods are 
fully compliant with GDPR and that φΆ͊ εθΩΕ̼͊φ·μ ̮εεθΩ̮̼Ά ͊ffectively enshrines the spirit of 
citizen control of their own data that is behind GDPR regulation. However, this perceived 
obstacle was only removed once further endorsement from NHS/Local Authority 
information governance specialists had been provided. These engagement issues 

RIX Research & Media, University of East London 4 
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contributed significantly to the slowing of professional recruitment and so the slippage to 
the project schedule overall. 

A significant number of parents shared their frustration that poor engagement by 
professionals has stopped the project from gaining momentum as intended. One parent 
said, Ά͛ ΘΉ͆ Ω͔ ͔Ωϡ͆ φΆ̮φ ͛ ϭ̮μ εϡφφΉͼ ̮ΛΛ Ω͔ φΆ͊ μφϡ͔͔ Ω ̮͆ Ω̻Ω͆ϳ ϭ̮μ θ̮͊ΛΛϳ ΛΩΩΘΉͼ ̮φ Ήφ 
nobody realΛϳ Ά̮͆ φΉΡ͊΄· !ΩφΆ͊θ ̼ΩΡΡ͊φ͊͆, Ά͛ ϭ̮μ θ̮͊ΛΛϳ ΆΩεΉͼ φΆ̮φ ΆΉμ μ̼ΆΩΩΛ ϭΩϡΛ͆ 
have been on board by now, ΆΩϭ͊Ϭ͊θ φΆ͊ϳ Ά̮Ϭ͊·φ ͊Ϭ͊ μφ̮θφ͊͆ φθ̮ΉΉͼ ϳ͊φ΄ Similarly, I 
would like his P.A. to actively engage with it.· 

Some parents ͔͊Λφ φΆ̮φ εθΩ͔͊μμΉΩ̮Λμ· ̼̮ϡφΉΩ θ͔͊Λ̼͊φ͊͆ θ͊Λϡ̼φ̮̼͊ φΩ ͊ͼ̮ͼ͊ Ή ͊ϭ, more 
Άε̮θ͊φ-̼͊φθ͊͆· ϭ̮ϳμ Ά͛φ·μ μΩθφ Ω͔ ̮ ͔̮͊θ Ω͔ Ή͔ΩθΡ̮φΉΩ μΆ̮θΉͼ. We need to just break 
through, (Ήφ·s) jϡμφ φΆ̮φ φΆ͊ϳ Ά̮Ϭ͊·φ Ά̮͊θ͆ Ω͔ Ήφ΄ [..] Would they be prepared to log on so 
they can then view her documents? Possibly - ̮ ̻Ήφ ΡΩθ͊ φθ̮ΉΉͼ ϭΩϡΛ͆ ̻͊ ͼΩΩ͆Ͷ· 

Some reflections shared by professionals suggested some of the working practises that they 
wer͊ ͔Ή͆Ήͼ Ήφ Ά̮θ͆ φΩ Ά̻θ̮͊Θ φΆθΩϡͼΆ· and adopt included new ways to of working together 
that challenged their professional principles on the safeguarding of vulnerable children and 
young people. New types of information bring new risks that require careful consideration 
and new standards of practise that need to be defined and applied, whatever the security of 
the software. One professional explained, ΆΠΆ͊ ϳΩϡ μ̮Ή͆ Ήφ·μ ε̮μμϭΩθ͆-protected and the 
ε̮θ͊φ Ά̮μ θ͊ηϡ͊μφ͊͆ φΆ͊ϳ·Ϭ͊ Άlost their physical copy, please can you send me one·. In 
theory I see no issue with that - but it turns my stomach over! [..] Confidentiality is 
drummed into you when you first do your training, Ήφ·μ ΛΉΘ͊ ΆDΩ·φ μΆ̮θ͊ ̮ϳφΆΉͼ ϭΉφΆ 
̮ϳ̻Ω͆ϳ ϡΛ͊μμ ϳΩϡ φΆΉΘ ̮ ̼ΆΉΛ͆·μ ΛΉ͔͊ Ήμ Ή ̮͆ͼ͊θ!· Ά 

Notwithstanding the challenges faced however, there were clear testimonies from 
professionals at focus groups that their engagement had been achieved, despite preliminary 
caution. A healthcare professional explained, Ά͛ΉφΉ̮ΛΛϳ ͊Ϭ͊θϳΩ͊ ϭ̮μ ΛΉΘ͊ ΆOh nΩ ϭ͊ ̼̮·φ ͆Ω 
this!· ̻ϡφ Ωϭ Ήφ·μ φΆ͊ ΩθΡ΄· 

Participants saw solutions to engagement barriers could be achieved principally through 
more training provision for parents and professionals alike, but the time implications for this 
were cited as a possible further challenge for take-up. Although several participants 
emphasised how easy the software was to use, they were clear that they felt training could 
improve retention, that Άpeople would be more likely to stay on board· ϭΉφΆ ̮͆͆ΉφΉΩ̮Λ 
practical training to address their insecurities with the system. They were concerned that 
φΆΩμ͊ εθΩ͔͊μμΉΩ̮Λμ φΆ͊ϳ Ά̮͆ ΉϬΉφ͊͆ φΩ ͊ͼ̮ͼ͊ ϭΉφΆ φΆ͊ μϳμφ͊Ρ Ά͆Ή͆·φ Ά̮Ϭ͊ ̮ ̼Λϡ͊ ΆΩϭ φΩ 
do it· ̮͆ wanted more training for professionals to access the software. They were 
frustrated that it took professionals long periods of time to engage and respond, but again 
̮̼ΘΩϭΛ͊͆ͼ͊͆ φΆ̮φ φΆ͊ϳ ΆΆ̮Ϭ͊·φ ͼΩφ φΆ͊ ΡΩμφ φΉΡ͊ Ή φΆ͊ ϭΩθΛ͆ ͊ΉφΆ͊θͶ· 

Parents did see the potential of their applying a peer learning and support approach, so that 
new parents setting up a wiki could be allocated Άa Buddy - a parent who has already kind 
of gone through it and really understands· to support them. Similarly, they proposed face to 
face peer-support sessions, ΆΛike a drop in - a wiki drop in. Come around, share the Wikis, 
talk about the Wikis [WikiMe]. Something like that·΄ 

RIX Research & Media, University of East London 5 
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Parents and εθΩ͔͊μμΉΩ̮Λμ· experiences and attitudes to engagement were varied and their 
feedback on factors affecting adoption have provided valuable insights to help inform scaled 
adoption as the project progresses. These are summarised in the ΆRecommendations· 
section at the end of the Report. 

Whatever the challenges of engagement experienced on the pilot, steady growth in take-up 
of the Software and its multimedia advocacy approach is evidenced from the data provided 
from software analytics. This data also highlights the benefits of recruiting at organisation 
level and recruiting via professional channels as well as directly engaging parents and carers. 
Setting up new participants via organisations, especially through schools, produced surges in 
the numbers of new individual accounts ̮φ μφ̮θφ Ω͔ φΆ͊ μ̼ΆΩΩΛ·μ φ͊θΡ as class groups got on 
board. This route provided prospect for parents and teachers taking up multimedia 
advocacy together alongside the child, supporting each other with the challenges around 
adoption and directly seeing φΆ͊ φΩΩΛ·μ Ή͔ΩθΡ̮φΉΩ μΆ̮θΉͼ εΩφ͊φΉ̮Λ as data showed 
parents and professionals increasingly engaged in exchanges around the child. A parent 
described this aspiration at a joint induction session with professionals, ΆWe will use the 
diary every single day - Ήφ·μ ͼΩφ μϡ̻μ̼͊φΉΩμ [..] and the school is on board with completing 
that and then I complete my element, or the family do.· 

2. Impacts - for communication, self-advocacy and 

personalisation
 

The following section presents an account of how the software and approach worked in 
practice and provides testimony on the impacts evidenced on the quality of 
communication, self-advocacy and personalisation Ω͔ ̼ΆΉΛ͆θ͊ ̮͆ ϳΩϡͼ ε͊ΩεΛ͊μ· 
education, health and care provision. 

Parents taking part in the pilot repeatedly cited improvement in the Communication around 
the child or young person as a result of participation in the Pilot. They shared immediate 
benefits, simply achieved by opening up the new multimedia channels afforded by the 
software, for example across the home/school divide; ΆB͊φϭ͊͊ μ̼ΆΩΩΛ ̮͆ Ρϳμ͊Λ͔ ̮͆ φΆ͊ 
family, it allows school to sort of say Ά͛·Ϭ͊ μ͊͊ Ήφ· in an informal way, but also family 
members to go ΆOh wow, φΆ̮φ·μ ̮Ρ̮ϸΉͼͶ·΄ Valued 

The key communication benefit shared was the way it connected together the different 
zones Ω͔ φΆ͊ ̼ΆΉΛ͆ Ωθ ϳΩϡͼ ε͊θμΩ·μ ΛΉ͔͊ ̮͆ φΆ͊ ΛΉΘed the various supporters together. A 
ε̮θ͊φ ͆͊μ̼θΉ̻͊͆ ΆΩϭ Άΐhe WikiMe is just a tool, but it pulls everything into one place and 
people are becoming more comfortable using it.· ! ε̮θ͊φ μφ̮φ͊͆ Ήφ ϭ̮μ ΆBθΉΛΛΉ̮φ ͔Ωθ ̼̮θ͊θ 
training. Brilliant for sharing i͔Ω΄· a͆ ΆBθΉΛΛΉ̮φ ͔Ωθ ̼ΩΡΡϡΉ̼̮φΉΩ ̻͊φϭ͊͊ ̼ΩΛΛ͊ͼ͊ ̮͆ 
͔̮ΡΉΛϳ΄· Another Parent ͔Ωϡ͆ φΆ͊ φΩΩΛμ ΉϬ̮Λϡ̮̻Λ͊ ͔Ωθ μΆ̮θΉͼ φΆ͊Ήθ ̼ΆΉΛ͆·μ experience of 
overnight or Άrespite· care. Testimonies demonstrated the numerous settings and agencies 
that often worked with one individual and highlighted that parents otherwise lacked a 
͆͊φ̮ΉΛ͊͆ εΉ̼φϡθ͊ Ω͔ φΆ͊Ήθ Ωϭ ̼ΆΉΛ͆·μ ͊ϲε͊θΉ̼͊͊μ΄ The system also worked the other way, 
allowing ε̮θ͊φμ φΩ μΆ̮θ͊ ̮με̼͊φμ Ω͔ φΆ͊Ήθ ̼ΆΉΛ͆·μ ΛΉ͔͊ φΆ̮φ ΩφΆ͊θ ̼̮θ͊θμ, therapists and 
clinicians would not be able to access. ! ͔Ωμφ͊θ ε̮θ͊φ ͊ϲεΛ̮Ή͊͆ ΆͷφΆ͊θμ ̼̮ μ͊͊ φΆ͊ 

RIX Research & Media, University of East London 6 
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͆Ή͔͔͊θ͊φ ̮θ̮͊μ Ω͔ Ωϡθ ̼ΆΉΛ͆·μ ΛΉ͔͊ φΆ̮φ φΆ͊ϳ ͆Ω·φ Ωθ͆Ή̮θΉΛϳ μ͊͊΄· θΩϬΉ͆Ήͼ ̮ ͔ϡΛΛ͊θ ̮̼̼Ωϡφ Ω͔ 
the individual and a more holistic view of their life. 

The benefits Ω͔ φΆ͊ ΠΉΘΉͰ͊·μ μϡεεΩθφ ͊φϭΩθΘ ϭ͊θ͊ μ͊͊ φΩ ̻͊ practical as well as 
͊ΡΩφΉΩ̮Λ΄ Ά͛φ ̼̮ θ̮͊μμϡθ͊ ε͊ΩεΛ͊ φΆ̮φ ̼̮θ͊ ͔Ωθ ΆΉΡ Ω͔ ͆Ή͔͔͊θ͊φ ̮με̼͊φμ Ω͔ ΆΉμ ̼̮θ͊ -
such as how to put his splint on, feeds, how to hoist his chair into the car etc.· ̮θ͊φμ 
described the benefits of sharing reports and evidence of progress they have made that 
might otherwise not be believed. The Wiki component of the toolkit provides a place to 
store and organise instructional information, as one parent explained, ΆΠ͊·θ͊ Ω Ωϡθ ϭ̮ϳ to 
developing a great resource and a user manual for his support.· 

! ΡϡΛφΉΡ͊͆Ή̮ ̮̼̼Ωϡφ Ω͔ φΆ͊ ̼ΆΉΛ͆ Ωθ ϳΩϡͼ ε͊θμΩ·μ ̮͆ΉΛϳ ΛΉ͔͊ ̮ΛμΩ ̮͔͔Ωθ͆͊͆ ΩεεΩθφϡΉφϳ ͔Ωθ 
parents to review, observe and reflect upon how they were being supported, a process 
often hard to achieve in the hurly burly of family life. A parent described that she regularly 
used the media content to review what her child had done on past overnight visits, that 
μΆ͊·͆ μΆΩϭ ε͊ΩεΛ͊ ΆΛΩΩΘ ϭΆ̮φ ̮ ϭΩ͆͊θ͔ϡΛ φΉΡ͊ μΆ͊ Ά̮͆Ͷ· Similarly, a foster carer used a tab 
at the foot of the screen to document details she had learned about the child using the 
software to record details on, ΆΆΩϭ μΆ͊ ̼ΩΡΡϡΉ̼̮φ͊μ ϭΆ̮φ μΆ͊ ΛΉΘ͊μ ϭΆ̮φ Ά͊θ εθ͔͊͊θ̼͊͊μ 
are, things I need for us to discuss and work out together, and remembering to send stuff 
for next time - φΆ̮φ ΘΉ͆ Ω͔ φΆΉͼ΄· 

The pilot has already evidenced remarkable examples of the system clearly facilitating 
improved communication across circles of care and support and in the process both 
empowering and reassuring parents through provision of new channels for the sharing of 
information in rich media formats. 

The self-advocacy of the individual children and young people has also been enhanced 
through the use of the software and parents shared that use of the μϳμφ͊Ρ ΆΉnforms others 
Ω͔ Ωϡθ ̼ΆΉΛ͆·μ ͊͊͆μ ϭΉμΆ͊μ μφθ͊ͼφΆμ ̮͆ ̼Ά̮ΛΛ͊ͼ͊μ·. Self-̮͆ϬΩ̼̮̼ϳ μφ̮θφμ ϭΉφΆ ΆΘΩϭΛ͊͆ͼ͊ 
Ω͔ μ͊Λ͔· ̮͆ ̮ ε͊θμΩ̮Λ ΡϡΛφΉΡ͊͆Ή̮ εθΩ͔ΉΛ͊ εθΩϬΉ͆͊μ ̮ Ϭ̮Λϡ̮̻Λ͊ φΩol for the individual to use 
to build such a picture. A parent described tΆ̮φ ΩϬ͊θ φΉΡ͊ Ήφ ̼θ̮͊φ͊͆ ̮ ΆΛΉ͔͊ μφΩθϳ· ͔Ωθ φΆ͊Ήθ 
̼ΆΉΛ͆ ϭΉφΆ ϭΆΉ̼Ά φΩ ΆΛΩΩΘ ̻̮̼Θ Ω ̮̼ΆΉ͊Ϭ͊Ρ͊φμ ϭΆ͊θ͊ Ά͊ ϭ̮μ ̻͔͊Ωθ͊ ̮͆ ϭΆ͊θ͊ Ά͊ Ήμ 
Ωϭ΄· Δμ͊ Ω͔ φΆ͊ μΩ͔φϭ̮θ͊ ϭ̮μ ͆͊μ̼θΉ̻͊͆ ̮μ Ά̮ ΛΩͼ φ͊θΡ Ϭ͊φϡθ͊· ͔Ωθ φΆ͊ Ή͆ΉϬΉ͆ϡ̮Λ φΆ̮φ 
ϭΩϡΛ͆ Άθ̼͊Ωθ͆ ϡμ͔͊ϡΛ ͊Ϭ͊φμ Ή his life· and so prove useful for him as an adult. 

Critically, the accessibility of the software and its use of multimedia immediately engaged 
young people and those more able could populate the content themselves or with minimal 
support. Children using WikiMe ̮͔͔ΉθΡ͊͆ φΆ͊Ήθ ϬΉ͊ϭ φΆ̮φ ̮ΛΛ Ω͔ φΆ͊ φΩΩΛμ ϭ͊θ͊ Ά̮͊μϳ φΩ ϡμ͊·΄ A 
parent explained that her daughter could effectively communicate ϡμΉͼ φΆ͊ φΩΩΛ ΆμΆ͊ ̼̮ 
̮͆͆ φΆΉͼμ μΆ͊ ̼̮ ΛΩΩΘ ̮φ φΆΉͼμ· ̮͆ φΆ̮φ φΆΉμ Ά̮͆ ̮ εΩϭ͊θ͔ϡΛ ͔͔̼͊͊φ as her daughter 
gained r̮͊Λ ̮ͼ̼͊ϳ Ή Άmaking sure that everybody involved in her life is working towards 
the same place·΄ 

The evaluation provided evidence that a more personalised and person-centred model of 
education, health and care is potentially enabled with the multimedia advocacy tools and 
approach. Several parents flagged the value they saw for the tool as their child approach 
transitions in their lives; between schools, from school to college, for the move to adult life 
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in the community. One explained how she had worked ϭΉφΆ φΆ͊ φΩΩΛ ̮θΩϡ͆ Ά͊θ ̼ΆΉΛ͆·μ 
̮μεΉθ̮φΉΩμ ΆI do all the goals, cross referenced to the Education, Health and Care Plan, so if 
Ήφ·μ Ω φΆ͊θ͊, tΆ͊ ϳΩϡ·ΛΛ μ͊͊ φΆ͊ ͼΩ̮Λ ̻͊Ήͼ ̮̼ΆΉ͊Ϭ͊͆΄· !φ φΆ͊ μ̮Ρ͊ φΉΡ͊ Ήφ εθΩϬΉ͆͊μ ΆμΩ Ρϡ̼Ά 
ΡΩθ͊ φΆ̮ Εϡμφ ̮ μΩθφ Ω͔ Ω͔͔Ή̼Ή̮Λ θ̼͊Ωθ͆· ̮μ ̮ΩφΆ͊θ ̼̮θ͊θ ͊ϲεΛ̮Ή͊͆ Ά͛ φ̮Θ͊ ͼθ̮͊φ εθΉ͆͊ Ή φΆ̮φ 
because I can see what I have achieved and I love looking back through at what μΆ͊·μ ͆Ω͊ 
̮͆ ΆΩϭ Ά̮εεϳ μΆ͊·μ ̻͊͊΄· 

The clearest view of the successes achieved on the pilot has been provided by parents who 
provided case studies of the intended impacts for their children. One mother affirmed, Ά͛φ·μ 
been fantastic, my child has much more holistic care and support - and life through having 
WikiMe.· Another provided a rallying call to parents and professional with this quotation at 
the end of her interview; 

ΆΦΩϡ·Ϭ͊ ͼΩφ φΩ ϡμ͊ Ήφ ̻̼̮͊ϡμ͊ φ̼͊ΆΩΛΩͼϳ Ήμ φΆ͊ ϭ̮ϳ ͔Ωθϭ̮θ͆ Ήφ θ̮͊ΛΛϳ Ήμ, and communication 
is key [..] you can look back on that video time and time again I think that there are so 
many uses to this, not just communication. There are so many uses that it just saves time, 
energy, everything - ̮͆ Ήφ·μ ̮ΛΛ Ή Ω͊ εΛ̮̼͊. SΩ Ήφ·μ Εϡst brilliantͶ· 

3. Interim analysis and conclusions 

Multimedia advocacy requires engagement and active participation from all key 
stakeholders to fully realise its capability to facilitate co-production of person-centred 
education, health and care. The project has already evidenced benefits for individuals, 
parents, carers and professionals, but it also highlighted barriers to adoption. 

These have principally centred on the less than complete take-up of the implementation 
across education, health and care agencies. A range of different factors have been identified 
as influencing professionalμ· ability to work in the new ways that the WikiMe system 
demands and these are described above. 
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The pilot phase of the implementation has identified strong factors that will encourage 
parents, teachers and personal assistants and carers are to take part and use these new 
approaches. 

The slow take-up, principally by professionals, has highlighted the innovation that this 
intervention represents and thus the challenges posed around cultural change for 
professional practice. Despite the recommendation and official affirmation of the potential 
value of use of technology for health and care of citizens with support needs, the reality 
faced across many scenarios where digital tools are being implemented is that take-up of 
these new ways of working faces obstacles and is slow. 

The first phase of the implementation in Herefordshire has usefully identified the key 
factors and it is useful to step back and consider a broader understanding of how people 
typically respond to the challenges associated with taking up innovation. Such behaviours 
have been considered in the context of organisations and consumers and their response to 
ΉΩϬ̮φΉϬ͊ εθΩ͆ϡ̼φμ ̮͆ ͔Ή͆Ήͼμ Ά̮Ϭ͊ ̻͊͊ Ρ̮εε͊͆ φΩ ̮ θ͊εθ͊μ͊φ̮φΉϬ͊ ΆΛΉ͔̼͊ϳ̼Λ͊· ͆Ή̮ͼθ̮Ρ 
that may be useful to consider as we chart the next phases of this implementation. 

It is important to recognise the marketing and communications effort, as well as staff 
resource levels that are needed to achieve the willingness of various participating 
stakeholders to take part in new ways of working and the cultural change that such 
innovations genuinely demand. The hesitancy that the project has hitherto encountered can 
be counteracted with the sharing of testimonies, such as those featured in this report, from 
φΆ͊ ΆΉΩϬ̮φΩθμ· ̮͆ Ά̮͊θΛϳ ̮͆Ωεφ͊θμ· who have pioneered use of WikiMe in the first phase of 
the project. Alongside improved provision of information, these accounts dispel fears by 
providing credible evidence of the potential benefits. If accompanied by endorsement from 
leaders as well as peers, this will help persuade our ΆΛ̮φ͊ Ρ̮ΕΩθΉφϳ ̮͆Ωεφ͊θμ·, who want to 
see evidence and proof, that this new approach is worthy of their investment of time and 
expertise. 

4. Interim recommendations
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The evaluation and subsequent reflection by participants and the project team have 
identified several strategies that can help to address these recruitment and engagement 
challenges in the next phase of the project. These have centred on developing stronger 
communications targeted at each stakeholder group, improving training and tailoring this 
more precisely to professionals and parents & carers respectively, alongside face to face 
sessions that brings all stakeholders together. Additionally, reflective analysis of the issues 
raised by professional participants has highlighted a broad need for the development of 
simple, clear standards and protocols for effective multimedia advocacy practise to help 
allay fears around the innovative change to communications that the multimedia advocacy 
approach facilitates. 

The interim evaluation has prompted the following practical recommendations from 
particpants working : 

1.	 Dissemination of the project and its goals 

	 Develop and enhance the provision of information to professionals and organisations 
̮̻Ωϡφ φΆ͊ ΡϡΛφΉΡ͊͆Ή̮ ̮͆ϬΩ̼̮̼ϳ ΉΡεΛ͊Ρ͊φ̮φΉΩ εθΩΕ̼͊φ Ήφ·μ ΡΉμμΉΩ ̮͆ μ̼Ωε͊ 

 Promote the positive impacts for disabled children and young people, their families and 
carers 

 Provide authoritative information and guidance to address the specific obstacles and 
anxieties expressed by parents and professionals identified on the project 

2.	 Recruitment 

 Undertake pro-active marketing of the project to each stakeholder segment at all levels 
to strengthen recruitment and achieve system-wide adoption 

 Provide clear messaging to all stakeholders required to engage with a clear explanation 
why, endorsed by Directors and Managers of all relevant services 

3.	 Practical guidance and standards 

	 Clarify the principles of WikiMe ownership and control by individuals with disabilities 
and their immediate advocates, typically parents, carers or key-workers 

	 Explain the εθΩ͆ϡ̼φ·μ ̮͆Ά͊θ̼͊͊ φΩ D̮φ̮ θΩφ̼͊φΉΩ θ͊ͼϡΛ̮φΉΩ and promote better 
understanding of GDPR regulations and principles and how these Ρ̮ε φΩ φΆ͊ εθΩΕ̼͊φ·μ 
citizen advocacy focus. 

	 Provide best practise models on how to use the tools to enable collaboration between 
parents, carers and professionals and to foreground the wishes, needs, choices and 
aspirations of children and young people with disabilities and SEN 

4.	 Training 

 Provide professionals with targeted and accredited training to cover the issues above 
with clear guidance on best practise for these new ways of working 

 Put mechanisms in place to enable peer training for disabled children and young people, 
parents & carers and education, health and care professionals 
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