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Independent Living in Scotland Project:  Summary of response 
 
1. Recommendation 1:  all decisions on public spending, preventative or otherwise, 

should involve disabled people and their organisations 
 

2. Recommendation 2:  Disabled People‟s Organisations and the development of 
new ones where there are gaps, should be supported and funded appropriately to 
ensure they can maintain their role in empowering the disabled community to 
engage; thus fulfilling the aspirations of the Christie Commission and supporting 
local decision making to take account of the whole community 
 

3. Recommendation 3:  Communtiy care should be funded by the state as part of a 
preventative approach to public spending, free at the point of delivery, because 
society values it as an essential tool to protect and enhance the human and civic 
rights of disabled people; as well as valuing the contribution users of it make to the 
community.  A Commission into the future of community care, following the UK 
Dilnott commission, should be set up to support spending decisions on it 

 
4. Recommendation 4:  A whole systems approach is needed to the preventative 

approach within this spending review.  We recommend an empowering re-structure 
of public services that secures sufficient and appropriate access to shared budgets; 
that supports the innovation needed; and that recognises disabled people and 
communities as essential assets to be utilized in  the challenges ahead (please 
see ILiS submission to the Commission on Public sector Reform in Scotland) 

 
5. Recommendation 5:  We recommend that the principles and practices of 

independent living be not only taken into account during the spending review; but, 
once budgets have been set, across all areas of public expenditure, the Scottish 
Government ensures that the principles and practices of independent living 
becomes the cornerstone of how such set budgets are used, particularly in terms of 
prevention and closing the gap between public demand and public expenditure. 
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1. Independent living in Scotland 
 
The Independent Living in Scotland project 
 
1.1. The Independent Living in Scotland project www.ilis.co.uk is funded by the 

Scottish Government, hosted by the Equality and Human Rights Commission 
(EHRC) and steered by a group of disabled people.  It is part of the wider 
Scottish Government initiative on independent living.  It aims to support disabled 
people in Scotland to have their voices heard and to build the disabled people‟s 
Independent Living Movement (ILM)1.   
 

1.2. This response should be read alongside “Ready for Action”, a policy document, 
developed by disabled people to highlight what needs to change in order for 
independent living to be a reality2 and the ILiS responses to the Scottish 
Parliament‟s Finance Committee Inquiry into Preventative Spending, the Scottish 
Government‟s Commission on Public Sector Reform in Scotland and the Joint 
Committee on Human Rights inquiry into the implementation of the UNCRPD3.   

 
The wider independent living in Scotland agenda 
 
1.3. The project is part of a wider Scottish Government initiative to mainstream the 

principles and practices of independent living within the general economic and 
social policy of Scotland (see para 4 – 11 of the Scottish Government‟s response 
to your inquiry for more details).  Scotland‟s commitment to independent living is 
set out in Scotland‟s “Vision for Independent Living”: 
http://www.ilis.co.uk/independent-living/a-vision-for-independent-living-in-
scotland/. 

 
Independent living 
 
1.4. Independent Living means “disabled people of all ages having the same 

freedom, choice, dignity and control as other citizens at home, at work, and in the 
community.  It does not mean living by yourself, or fending for yourself. It means 
rights to practical assistance and support to participate in society and live an 
ordinary life”.  With such support, disabled people can exercise their rights and 
duties of citizenship via their full and equal participation in the civic and economic 

                                            
1
 www.ilis.co.uk 

2
 “Ready for Action”; ILiS, 2009 http://www.ilis.co.uk/uploaded_files/ilis_ready_for_action.pdf 

3
 http://www.ilis.co.uk/get-active/independent-living-policy/ilis-consultation-responses/ 
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life of Scotland – thereby changing the public misperception of them as being a 
drain on society‟s resources rather than an active contributor.  
 

1.5. The principles of independent living, i.e. freedom, choice, dignity and control, 
do not only relate to the specific services and provisions for disabled people, but 
to the whole of disabled people‟s interactions with society; its organisations, 
facilities and structures; and every aspect of their quality and equality of life4: 

 

 Full access to our environment  

 Fully accessible transport 

 Technical aids and equipment 

 Accessible and adapted housing 

 Personal assistance 

 Inclusive education and training 

 An income, including income within the state-benefit system for those unable 
to work 

 Equal opportunities for employment 

 Accessible and readily available information 

 Advocacy and working towards self-advocacy 

 Counselling, including peer counselling 

 Accessible and inclusive healthcare provision 

 Communication and appropriate support for communication 

 Civic participation 
 
2. Independent living:  decision making and a preventative agenda   
 
2.1 The Christie Commission highlighted 3 threats to a successfully preventative 

agenda; a focus on immediate outcomes; short term planning; and a narrow 
focus on outputs.  Independent living offers some solutions to such threats; it:   
a. demonstrates how today‟s immediate problems could be avoided by taking 

a preventative approach e.g. hospitalisation vs. appropriate early 
community support 

b. recommends coproduction which helps to build on communities as assets 
and gain the wider support and will of both the general public and minority 
groups within it, needed for long term planning.  This enables a greater 
sense of control over spending decisions and a deeper understanding of 
the processes involved.  It helps the public to understand the difficult 
decisions around preventative spending and tackles issues such as 
backlash as the result of these e.g. perceptions of failure when crisis 
management fails vs. a longer term vision 

c. supports the integration of decision making and budgeting so that 
professionals are empowered to deliver and not just confined to their „own 
patch‟  

 

                                            
4
 “The Essential Guide to Independent Living”; ILiS, 2009 



2.2 Independent living recognises and promotes a preventative and proactive 
approach to supporting disabled people of all ages to realise their human rights5, 
with the focus on empowerment and inclusive citizenship essential to reduce 
demand.  It recognizes that retrenchment into the more “traditional” economies of 
cutting, trimming and delay, leads to restricting demand, by raising thresholds.  
This means that disabled people are left to rely on informal support systems, 
have less opportunities to participate in their community and are pushed further 
into poverty; accumulating more need for both themselves and informal 
supporters, in later years.   
 

2.3 The gulf between demand and supply, therefore, grows. This approach 
segregates disabled people within their own homes or day centres; denying them 
the opportunity to participate within the community and to realise their rights 
within the UNCRPD.   
 

2.4 Despite this, „life and limb‟ criteria are prevalent in terms of access to support for 
independent living today.  For this reason, we make the following 
recommendations to the committee on spending commitments for the 2012/13 
budget and spending review. 

 
Disabled People’s Organisations  
 
2.5 Christie recognises the role of local decision making in his report on Public 

Sector Reform in Scotland and the relationship between this and preventative 
spending.  One reason that prevention is not the focus of much public policy may 
be that decisions on spending do not take account of the experiences of the 
whole community and specifically of disabled people.  The voice of disabled 
people continues to be under-represented in public policy and decision making6.   
 

2.6 It is good practice to ensure that decisions on public spending are taken in 
coproduction, by involving the informed local community; and that their 
consequences are considered widely.  The Equality Act 20117 underpins this 
approach.   
 

2.7 Equality Impact Assessments (EIA) help LAs to identify whether there is a 
disproportionate impact of a policy on people of a protected characteristic/group 
compared to those out with that group.  It is important that the impact of spending 
decisions on the equality of opportunity of disabled people is understood.  
 

                                            
5
 “Submission to the Finance Committees Inquiry into Preventative Spending”; ILiS, SDEF and Inclusion 

Scotland, 2010 
6
 ILiS; “Ready for Action”, 2009 

7
 EHRC; “Using the Equality Duties to make financial decisions”; 2010 



2.8 Disabled People‟s Organisations can support this8.  The ILiS DIY factsheet offers 
a guide to coproduction and it is recommended as a starting point for decision 
makers.   
 

2.9 Recommendation 1:  all decisions on public spending, preventative or 
otherwise, should involve disabled people and their organisations. 
 

2.10 Many Disabled People‟s Organisations, often those providing support that 
prevents future dependency, e.g. advocacy organisations, are losing their 
funding9.  Yet, empowering disabled people enables them to contribute to the 
civic and economic life of their community, coproducing solutions and lowering 
demand for greater state provision in later crisis situations.  “GDA (Glasgow 
Disability Alliance) understands that by nurturing people to share their 
experiences networks widen, understanding of rights increases and 
individual abilities develop. People are revitalised though this informal 
mentoring system.”10    Such empowerment is essential if the 
recommendations of Christie, around localism and local decision making, are to 
work for disabled people and other minority groups (please also see ILiS 
briefing11 on the Christie Commission report).   
 

2.11 Recommendation 2:  Disabled People‟s Organisations and the development of 
new ones where there are gaps, should be supported and funded appropriately 
to ensure they can maintain their role in empowering the disabled community to 
engage; thus fulfilling the aspirations of the Christie Commission and supporting 
local decision making to take account of the whole community 

 
Community Care 
2.12 Good, appropriately funded community care is essential for the equal enjoyment 

of human rights for those disabled people who need it and progression towards 
much public policy directives e.g.: 
a. shifting the balance of care from hospital‟s to the community12 
b. public sector reform as recognised in the report of the Christie 

Commission13 
c. achieving the national outcomes 
d. for the progression of equality under the Equality Act 2010  
e. please also read the ILiS response to CoSLA‟s review of community care 

charges for more info on the value of social care 
 

                                            
8
http://www.ilis.co.uk/uploaded_files/15p_it_s_our_world_too_plainenglish_pdf_level_3_revised_240510.

pdf 
9
 “Thriving or Surviving”; Disability Lib, 2008 

10
 External Evaluation of Glasgow disability Alliance 

11
 http://www.ilis.co.uk/get-active/independent-living-policy/briefings-publications-and-research/ 

12
 The Scottish Government; “Equally Well:  Report of the Ministerial Task Force”, 2008 

 
13

 The Christie Commission; “Report of the Christie Commission on Public Sector Reform”, 2011 



2.13 Furthermore, in this economic climate, much policy is focussed on employability 
e.g. Welfare Reform, the recommendations of the Christie Commission.  For 
many disabled people, community care is an essential aspect of getting into 
work.  (Please see the ILiS case study in the report of the Christie Commission 
which demonstrates this14). 
 

2.14 Despite this, many disabled people do not receive the “community support 
services, including personal assistance, necessary to support living and inclusion 
in the community and to prevent isolation or segregation from the community”15.   
 

2.15 “When my social worker told me that they had to cut budgets I had no idea 
that would mean things were going to get so bad.  I need help to go to the 
toilet.  There is not enough money to take me to toilet more than twice a 
day.  When my carer comes in to me in the morning, I go to the toilet and 
before she goes, she puts on an incontinence pad for me so that I can do 
the toilet in my chair.  I have been told to wet or soil myself.  When they 
come back at night to make my dinner, they change my pad.  I am so 
embarrassed; I don’t let my friends visit me anymore.  I am so isolated and 
sometimes I can’t see a way out”16. 
 

2.16 This is likely to be because there have been three main responses to the 
economic situation in terms of community care, neither have been preventative, 
nor have they recognised the value of social care not just not to good public 
policy, but to the security of individual human rights.  One response has been to 
cut existing services; another has been to raise thresholds for services; and the 
third has been to seek more money from disabled people receiving the services.  
All have been to bridge the funding gap.   
 

2.17 The Christie Commission highlights community care and specifically SDS as an 
essential part of a preventative agenda17. This recognises the impact of raising 
thresholds and the value of community care in addressing the challenges of 
public sector reform.  The report also states that without community care, 
demand for support will rise as a result of escalating need; causing ill health, 
disabled people becoming economically inactive. The resultant reliance on family 
and friends will result in similar demands for the wider family unit.  Funding 
community care is thus an essential part of prevention. 
 

2.18 However, we note that disabled people are being asked to contribute more and 
more to the cost of their care.  This is incongruent with the value of it, as outlined 
above but also with a preventative agenda.  The essential nature of community 
care with regard to equal enjoyment of human rights, has led many disabled 
people and their organisations to question why community care is considered 
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 http://www.ilis.co.uk/get-active/independent-living-policy/consultation-responses/ 
15

 http://www.ilis.co.uk/get-active/independent-living-policy/ilis-consultation-responses/ 
16

 ILiS outreach event 2010 
17

 The Christie Commission; “Report of the Christie Commission on Public Sector Reform”, 2011 



chargeable.  When the extra costs of being disabled are taken into account, 
47.5% of families with disabled people in the household, live in poverty18, only 
50% of disabled people of working age are in work, compared with 80% of non 
disabled people of working age19 and of the £18bn in benefit cuts proposed as 
part of Welfare Reform, a disproportionate amount of which will fall on disabled 
people 20.  Thus, disabled people already live in poverty and they face a „double 
whammy‟ when it comes to cuts: first in their pocket, in terms of cuts to their 
welfare benefits; and second in their services, in terms of cuts in community 
services.  They are therefore disproportionately affected by the present public 
service response to the country‟s economic crisis21.   
 

2.19 Disabled people cannot afford to bridge the gap between demand for public 
sector resources and supply of them.  Asking them to do so will result in many 
making impossible choices between paying for food, heating, transport, and 
securing their access to community care. Through succumbing to charges for it, it 
will push most, further into poverty; and where it results in them not accessing 
community care, it will result in increased demand.   
 

2.20 The essential nature of community care to human rights and it‟s recognition as 
such in much public policy in recent times, has led many disabled people and 
their organisations to question why community care is considered chargeable, 
when it is widely accepted as an essential aspect of addressing society‟s wider 
needs.  
 

2.21 Recommendation 3: Community care should be funded by the state as part of a 
preventative approach to public spending, free at the point of delivery, because 
society values it as an essential tool to protect and enhance the human and civic 
rights of disabled people; as well as valuing the contribution users of it make to 
the community.  A Commission into the future of community care, following the 
UK Dilnott commission, should be set up to support spending decisions on it 

  
3. A cross silo approach to spending 
 
3.1 Independent living recognizes that all of the rights outlined in section 1, are 

crucial for disabled people to realise their human rights and to be full and equal 
citizens.  It promotes a cross silo approach to policy making to support this.  
Without such an approach, equal enjoyment of human rights is not possible for 
disabled people: 
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 “Destination Unknown”; Demos report, 2010 
19

 Office for National Statistics - Labour Force Survey, Jan - March 2009 
20

 Inclusion Scotland; “Know the Score:  Welfare Reform Briefing”, 2010 
21

 “Know the Score on Welfare Reform”; Inclusion Scotland, 2010 



3.2 “They have just introduced new low floor buses round here, but the council 
are cutting my support package, they said they dont have enough money, 
what use is a low floor bus, if I can’t get out of bed in the morning?22”  
 

3.1 This interconnectedness is not only crucial for the empowerment of the disabled 
person, but also for the professional.  The present system of separate silo 
(thematic and geographic) policy making, provision and budgeting, disempowers 
professionals and disabled people alike.  Practitioners, working close enough to 
disabled people to co-produce outcomes, are often distant from the budgets that 
would enable them to deliver the right solution at the right time.   

 
3.2 For this reason, we share COSLA‟s aspiration where "budgets are thought of 

more as being part of the public purse than as belonging to the council or NHS".  
In addition we would add that budgets should not be seen as „belonging‟ to the 
individual manager responsible for its disbursement, which is often the case.  We 
believe that shared policy, planning, budgeting is necessary for independent 
living but, again, this is seldom the case: 
 

3.3 A woman approached her social worker saying that she needed a wheelchair to 
get around and a ramp to get out of her house.  Instead, she was offered a 
package of home care.  This was because her social worker could not access 
other budgets to offer the wheelchair or the ramp.  The budgets to do so were not 
part of a shared resource for health and community care23. 
 

3.4 Silo budgets and provision, not only create barriers of opportunities, but result in 
confusion among the public and professionals alike, of „who does what and what 
is done‟. 
 

3.5 Recommendation 4:  A whole systems approach is needed to the preventative 
approach within this spending review.  We recommend an empowering re-
structure of public services that secures sufficient and appropriate access to 
shared budgets; that supports the innovation needed; and that recognises 
disabled people and communities as essential assets to be utilized in  the 
challenges ahead (please see ILiS submission to the Commission on Public 
sector Reform in Scotland) 

 
4 Other areas of spending: 
 
4.1 Although this response has concentrated on the principles and practices within 

independent living, as they apply to preventative spend within community care, 
as paragraph 1.5 above explains, independent living covers the fully range of 
public policy and provision, including housing, transport, employment, etc. 
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 Ambassador for independent living, recruited by ILiS 
23

 Letter received by Glasgow Centre for Inclusive Living from a client of theirs, 2010 



4.2 Recommendation 5:  We therefore recommend that the principles and practices 
of independent living be not only taken into account during the spending review; 
but, once budgets have been set, across all areas of public expenditure, the 
Scottish Government ensures that the principles and practices of independent 
living becomes the cornerstone of how such set budgets are used, particularly in 
terms of prevention and closing the gap between public demand and public 
expenditure. 
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Equality and Human Rights Commission 


