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Public Bodies (Joint Working) (Scotland) Bill 
 

Parkinson’s UK 
 
Do you agree with the general principles of the Bill and its provisions? 
Parkinson’s UK supports the principle of integrated services, but we have 
some concerns that this Bill focusses on structures to such an extent that 
outcomes for people receiving services are largely lost. We would like to be 
able to see this as truly enabling legislation - not just in the legal sense, 
but in terms of enabling individuals and families to have a better 
experience of care and live as well as they can.  
 
To what extent do you believe that the approach being proposed in the 
Bill will achieve its stated policy objectives? 
Parkinson’s UK believes that the proposed Bill as proposed will succeed in 
integrating statutory structures, but we are not convinced that this will 
necessarily result in improving the quality and consistency of health and social 
care services.  
 
The Bill’s focusing on statutory agencies, may have the unintended 
consequence of impeding the development of the broader, cross-sectoral 
partnerships that are needed to develop more effective person-centred 
services. 
 
We are also concerned that the Bill itself is silent on matters of quality, as 
opposed to “improving wellbeing”. We believe that it is essential that 
integrated services are planned and commissioned on the basis of quality, 
and not just cost. There is confusion about the extent to which the existing 
mechanisms in health and social care to promote quality will apply across 
integrated services.  
 
We believe that contrary to increasing consistency of service provision, the Bill 
may drive increasing variation. Although the Bill clarifies governance 
arrangements, it proposes four potential models, and allows for very different 
approaches to the incorporation of wider issues, such as housing and 
transport, which have a significant impact on people’s lives. There is also 
likely to be significant variation in the involvement of non-statutory partners, 
and the little detail about how locality planning will work in practice. 
Parkinson’s UK believes that there is high potential for variation between 
HSCPs. 
 
Please indicate which, if any, aspects of the Bill’s policy objectives you 
would consider as key strengths 
The Bill will improve the transparency and consistency of governance 
arrangements, addressing a major concern raised by Audit Scotland in its 
recent report on CHPs.1  
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Please provide details of any areas in which you feel the Bill’s 
provisions could be strengthened 
Lack of clarity about which existing laws, policies and procedures will 
apply to service users, providers and professionals 
 
There are a number of areas where the status of people that will use 
integrated services is very unclear. For example: 

 will everyone who uses integrated services be covered by both the 
Patients’ Rights Act and the Self Directed Support Act?  

 which complaints procedures will apply to people using integrated 
services? 

 to what extent will the NHS Quality Strategy apply to integrated 
services? 

 will responsibility for scrutiny of integrated services lie with the NHS 
Healthcare Improvement Scotland or the Care Inspectorate? 

 
At worst, this could lead to real gaps in independent scrutiny for essential 
services supporting extremely vulnerable people. Even if HIS and the Care 
Inspectorate remain clear on their scrutiny duties, there may be confusion 
amongst service providers, and it is extremely likely that people and their 
families will find it more difficult to identify their rights and make sure that they 
receive the quality of care to which they are entitled.  
 
Risk of “Cost creep”  
Parkinson’s UK has very particular concerns about issues arising from 
integrating free, universal NHS Services with means tested social care that is 
subject to eligibility criteria. We have previously written to the committee 
outlining our concerns about “cost creep” in the light of the crisis in NHS 
Continuing Care, where it appears that many people are having to pay for 
social care to meet health needs that which ought to be funded by the NHS.  
 
We believe that the integration bill could have the unintended consequence of 
expanding the problem to much larger numbers of people, who could find 
themselves having to pay for services that they are entitled to have funded by 
the NHS. From the experience of NHS Continuing Care, we are particularly 
concerned that this is particularly likely to affect people in two groups – those 
with progressive neurological conditions and those with conditions, including 
Parkinson’s, which most commonly affect older people.  
 
Human rights, Person-centredness and assets 
Parkinson’s UK notes that recent legislation2,3 covering the NHS and social 
care were explicit in adopting a human rights framework, and we are 
disappointed that there is no reference to rights within this legislation.  
 
Parkinson’s UK believes that the Integration planning principles cover very 
important areas (seamlessness, equity, diversity, local leadership and 
engagement from a range of sectors, prevention focus, efficiency). However, 
although the Policy Memorandum refers positively to principles of co-
production, the Bill does not reflect them, allowing statutory bodies to avoid 
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engaging with service users and local communities as equal partners in 
designing services.  
 
We are extremely concerned that the Bill refers to service users passively, 
typically as “recipients” with “needs” to be “met”. In contrast, the Self Directed 
Support Bill typically refers to “a person” and the “support” and “care” that is 
“provided”.  
 
The Bill’s language and approach is a backward step from the Christie 
Commission’s focus on harnessing individual and community assets.4 We 
believe that the integration planning principles should reflect this approach, 
including a person-centred commitment to providing services that enable 
people to live the best lives that they can with their condition. 
 
National health and wellbeing outcomes  
Parkinson’s UK warmly welcomes the power for Ministers to prescribe 
national health and wellbeing outcomes, but we are concerned that the 
intention is to link these to Single Outcome Agreements rather than HEAT 
targets. We are concerned that there is considerable variation in the approach 
that local authorities take to Single Outcome Agreements, that they go largely 
unscrutinised, and that it is unclear what action will be taken if SOAs are not 
met. We believe that health and wellbeing outcome targets would have a 
greater potential impact if they were expressed as HEAT targets.  
 
Marginalisation of voluntary sector and service user voices 
Parkinson’s UK shares the concerns of other third sector organisations that 
the Bill marginalises third sector and service user involvement in integration 
plans. The title refers only joint working between statutory bodies, yet effective 
planning and service provision involves joint working between NHS, local 
authority, voluntary sector, commercial interests and individual service users 
and families.  
 
There is a duty for statutory bodies to consult on integration plans in Section 
6, and to form a consultation group for strategic planning in section 26, but 
being a consultee is a long way away from being an equal partner. We fear 
that the locality planning arrangements could very easily become a 
“rubberstamping” exercise, rather than a genuine process of engagement and 
partnership working. There is no clear proposal to replace the Public 
Partnership Forums that exist within CHPs. In many areas of Scotland, these 
have provided helpful channels for service users, carers and the public to 
become involved.  
 
The proposal that only NHS Board and Local authority elected members 
should have voting rights marginalises the voluntary sector, and any public or 
service user representatives. We recognise that there may be concerns 
around accountability, but believe that the principle should be that all 
members of the HSCP have equal voting rights to avoid tokenism. The 
Reshaping Care for Older People Change Fund enabled voluntary sector 
representatives to vote, and the evidence shows that they discharged their 
voting rights responsibly. 



PBJW0058 

4 

There should be safeguards around conflict of interest in the case of service 
providers influencing outcomes In favour of their services. These should apply 
to all members, including those from statutory agencies who may have a 
conflict of interest in respect of service provision.  
 
Parkinson’s UK believes that the Bill needs to do more to recognise the 
diverse contributions that the voluntary sector can make. While a third of 
Scotland’s social care is provided by the voluntary sector, many voluntary 
sector organisations, including Parkinson’s UK, do not provide care services. 
We have a valuable contribution to make through our work with people 
affected by Parkinson’s. We support people affected by Parkinson’s as 
service user representatives and also use our contact with thousands of 
families in Scotland to give voice to the experiences of people living with the 
condition.  
 
What are the efficiencies and benefits that you anticipate will arise for 
your organisation from the delivery of integration plans? 
As Parkinson’s UK is not a provider of care services, we will not experience 
direct efficiencies from the delivery of integration plans. If integration is 
successful, we would expect it to be easier for our team of local Information 
Support Workers to provide support and signposting for people with 
Parkinson’s, unpaid carers and families to access the support that they need.  
 
What effect do you anticipate integration plans will have on outcomes 
for those receiving services? 
We hope that integration plans will improve outcomes for individuals and 
families, allowing for a more person-centred journey. 
 
However, as the NHS Healthcare Improvement Scotland Clinical Standards 
for Neurological Health Services5 state, people with Parkinson’s require 
ongoing access to specialist multi-disciplinary support throughout the course 
of their condition.  
 
Without appropriate care, people with Parkinson’s are at high risk of: 

 expensive emergency hospital admission 

 extended hospital stays 

 premature care home admission 
 
About one in four people with Parkinson’s is admitted to hospital at least once 
each year, and more than half of these admissions are unplanned.6 One in ten 
of all people with Parkinson’s are classified by ISD as a very high risk of 
hospital re-admission within the next year.7  
 
It will be essential to ensure that the new framework allows for ongoing 
specialist “health” input, including from Parkinson’s nurse specialists, 
alongside social care services, and that reallocation from acute budgets does 
not have the consequence of reducing specialist input to those who need it 
most.  
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Parkinson’s UK also recognises that some hospital and care home 
admissions are entirely appropriate, and believes it is imperative that 
integration does not have the impact of preventing hospital admissions when 
they are needed.  
 
 
Parkinson’s UK 
2 August 2013 
 
About Parkinson’s 
About 10,000 people in Scotland people have Parkinson’s.  
 
Parkinson’s is a progressive, fluctuating neurological disorder, which affects 
all aspects of daily living including talking, walking, swallowing and writing. 
People with Parkinson’s often find it hard to move freely. There are also other 
issues such as tiredness, pain, depression, dementia, compulsive behaviours 
and continence problems which can have a huge impact. The severity of 
symptoms can fluctuate, both from day to day and with rapid changes in 
functionality during the course of the day, including sudden ‘freezing’. There is 
no cure. 
 
The average age of onset of Parkinson’s is between 50-60 years of age, and 
incidence increases with age. One in twenty people with Parkinson’s is 
diagnosed before the age of 40.  
 
For further information, please contact Tanith Muller, Parliamentary and 
Campaigns Officer for Parkinson’s UK in Scotland, 
tmuller@parkinsons.org.uk, telephone 0844 225 3726.  
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