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Public Bodies (Joint Working) (Scotland) Bill 
 

Dr Jenny Ure (Individual) 
 
Context: 
I am replying in my capacity as a carer, as a member of the Alliance, and as a 
researcher involved particularly with the experience of patients, nurses and 
GPs in the implementation of new telehealth services for long term condition s 
in the Lothians.  
 
Do you agree with the principles of the Bill & what it is trying to achieve? 
Agree with the aims wholeheartedly, as: 

 current services are the worst of many different options, economically, 
clinically, socially because they are not integrated around users 
 

They are fragmented, involve multiple sets of conflicting and often inaccurate 
records, alienate users and carers, try to make one size fit all, prevent patients 
and carers informing more targeted care that is more likely to achieve its 
objectives. In this parents, carers and carers groups are a wasted resource. 
(This is particularly evident in complex conditions such as mental health, 
where there are disagreements on diagnosis, and additional legal 
complexities, over and above fragmentation and duplications of information 
and services across agencies) 
 

 users of services are an under-utilised resource for adding value, and 
cutting the cost and risk of failed implementation such as Choose and 
Book! 
 
In my research capacity, have been most struck by the value of 
patient/carer input for design and implementation, and the lack of 
organisational and statutory representation that might harness this free 
resource in building more cost-effective systems. (eBusiness services 
on it so why reinvent the wheel!) There's a lot of research on this that is 
never publicised, showing the economic value of patient/carer input. 

 
Will the proposed approach achieve these aims? 

 Unsure is the bill is specific enough about the mechanisms 
(organisational and legal) to achieve these very laudable and 
necessary aims, since there will be tensions between stakeholders, 
and there will be alternative delivery scenarios. The lack of formal 
mechanisms for including users in practice, and more importantly, the 
lack of representation of users and carers at the decision-making level 
means that  

  
 The design and implementation of new, often digitally assisted services at 
scale in eBusiness and in eHealth has also been characterised by lack of 
differentiation between the structures needed for different kinds of services 
 
(a) those services that can be most cost-effectively organised centrally (e.g. 
vaccination programmes), using the existing infrastrcuture  
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(b) those services that need a lot of tailored local input and agency – as in the 
care of many older people with complex conditions - where the input of 
patients, carers and others in the community is essential for this to be 
effectively targeted, and more cost-effective to boot.  
 
 ICT-based services particularly, such as NHS Connect, and other telehealth 
services have failed precisely as a result of lack of mechanism for 
engagement with users from the design through to implementation stages. 
(Can provide research data on this from several studies in eHealth and 
eBusiness).  
 
 Involving users as arbiters of services is already established as more cost 
effective in eBusiness, as well as obviously the preferred option by users 
themselves. This is particularly so in areas such as mental health, where there 
is NO clear pathway in the experience of carers, optimizing the economic, 
social and clinical damage for service users and their families, and society in 
general. 
 
 The potential weakness of the Bill is if the mechanisms are too vague, at the 
level of engagement, and more crucially, at the level of feeding back the view 
of users into policy and practice in a consistent and coherent way. In other 
words there has to be a new Bill of Rights in essence for the reconfiguration of 
roles and rights with arises from user centric services, and particularly from 
digitally-assisted user services at scale. 
 
Will the proposed approach achieve these aims? 
 Given shrinking resources for services, and given competing agendas and 
models, this will be hard to achieve by any means, although I do believe 
strongly (as a researcher and a carer) that it is the most cost-effective and the 
most human approach. 
 
 In particular, there is a strong tension between the model adopted in 
forma/traditional primary care by GPs, which is based on rationing time and 
specialist resource for those who are clearly already ill, as opposed to the 
preventative health and well being model which is much discussed, but clearly 
sidelined in primary care. 
 
 There is a need for new legal ‘Bill of Rights’ in this sense, but also because 
the digital nature of new services has already outstripped the existing legal 
framework for dealing with new opportunities, and new risks. 
 
Recommendations 

 New vehicles for service redesign 
 

Look at ‘experience based design’ as a mechanism for getting stakeholding 
users to identify and enter into negotiation about new roles, risks and resource 
allocations, the NIHR (Nat. Inst. Of Health Research) have used very effective 
mechanisms to involve stakeholding users, in what they call experience based 
research, and which businesses call business process re-engineering, but 
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which researchers might call collaborative action research, or just straight 
participation. 

 New legal rights for carers and carer communities  
 
As legal entities in research, development and pathway design for this 
kind of serviceso that (a) the very abstract aims of user centred 
services can be translated into the real landscape of needs and use in 
practice (b) they are not only included in ‘consultations’ but have a 
statutory and executive role in decision-making. Carers and patients, 
particularly in groups like PASDA, have the knowledge of the context 
and the barriers to best inform implementations that often failed when 
centrally executed. They are a real and under-used resource that is 
free! (Wikipedia, web 2.0, Facebook are all successfully driven by 
concerned groups 
 

 Clarity about how service users and their families will manage their 
information – will it be something like MyDex for personal information 
management? Until there are pilots and people can have a go, this will 
be too intangible to challenge the status quo. 
 

 
Dr Jenny Ure (Individual) 
2 August 2013 


