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What is HUG (Action for Mental Health)?  

 

HUG (Action for Mental Health) is a network of people who have experience of 

mental health problems.  

HUG has several hundred members and 13 branches across the Highlands. HUG 

has been in existence since 1996. Between them, members of HUG have 

experience of nearly all the mental health services in the Highlands.  

HUG wants people with mental health problems to live without discrimination 

and to be equal partners in their communities. They should be respected for 

their diversity and who they are. 

 

We should:  

 Be proud of who we are 

 Be valued 

 Not be feared 

 Live lives free from harassment 

 Live the lives we choose 

 Be accepted by friends and loved ones 

 Not be ashamed of what we have experienced  

 

We hope to achieve this by:  

 Speaking out about the services we need and the lives we want to lead 

 Challenging stigma and raising awareness, and understanding, of mental 

health issues 

 

 

 

 

http://www.spiritadvocacy.org.uk/
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HUG’s Aims 

 

 To be the voice of people in Highland who have experienced mental health 

problems 

 

 To promote the interests of people in Highland who use or have used 

mental health services 

 

 To eliminate stigma and discrimination against people with mental health 

problems 

 

 To promote equality of opportunity for people with mental health 

problems irrespective of creed, sexuality, gender, race or disability 

 

 To improve understanding about the lives of people with mental health 

problems 

 

 To participate in the planning, development and management of services 

for users at a local, Highland and national level 

 

 To identify gaps in services and to campaign to have them filled 

 

 To find ways of improving the lives, services and treatments of people 

with mental health problems 

 

 To share information and news on mental health issues among mental 

health service user groups and interested parties 

 

 To increase knowledge about resources, treatments and rights for users 

 

 To promote cooperation between agencies concerned with mental health 
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Introduction 

Some years ago HUG was asked to comment on legislation for self-directed 

support. We made comment through discussion at our Friday Forum meetings in 

Inverness. 

 

We were very wary of the idea and especially wary of the use of direct payments 

and communicated these views {see appendix 1.} to the Government and at 

conferences in the following months. 

 

Despite this, legislation has now come in that means that self-directed support 

will be the principle mechanism for administering social services from April 2014. 

 

In the past few months there have been multiple exercises and well-funded 

initiatives to promote the uptake of self-directed support and direct payments 

amongst people with mental health problems.  

 

There seems to have been an assumption among some policy makers that we 

would like such a system if only it were explained to us properly and that we are 

not taking up elements of the system such as direct payments because service 

providers were actively denying us the information and opportunities to do so. 

 

In the winter of 2013 we consulted 94 of our members on the subject of self-

directed support, the following report indicates our main feelings on the subject. 

 

As this consultation came out of representation from members of the Charlie 

Reid Centre in Glasgow who had been very damaged by the early 

implementation of the process and because we had already given a negative  

view of self- directed support some years ago we have also tried to encourage 

debate from people more enthusiastic than us by promoting the Highland SDS 

Consortium on which two of our members participate and making our office 

available for SDS meetings as well as advertising promotional events  through 

social media. 

 

 

What is self-directed support? 

Self-directed support (SDS) allows people to choose how their support is 

provided to them by giving them as much ongoing control as they want over 

the individual budget spent on their support. 

 

In other words, SDS is the support a person purchases or arranges to meet 

agreed health and social care outcomes. 
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SDS includes a number of options for getting support. The person’s individual 

budget can be: 

 

 taken as a Direct Payment (a cash payment) 

 

 allocated to a provider the person chooses (sometimes called an 

individual service fund, where the council holds the budget but the 

person is in charge of how it is spent) 

 

 or the council can arrange a service for the supported person 

 

 or the supported person can choose a mix of these options for different 

types of support. 

 

Currently councils are only required to offer the first option (a Direct Payment) 

but many councils in Scotland offer all the options. 

 

The Scottish Government is currently working on a Self-directed Support 

Bill which if enacted will place a duty on councils to offer all four options. 

 

 

 

What can you use SDS for? 

Self-Directed Support can be used in many ways. You can get support to live in 

your own home, such as help with having a bath or getting washed and dressed. 

 

Out of the home it could support you to college, to continue in employment or 

take a job, or to enjoy leisure pursuits more. Instead of relying on the activities 

run at a day centre, you might arrange for a personal assistant (PA) to help you 

attend local classes, go swimming, or be a volunteer helping others. It could also 

be used to provide a short break (respite) or for equipment and temporary 

adaptations. 

 

You can choose whether you would prefer to get support from a service provider 

such as a voluntary organisation or care agency, or by employing PAs, or a 

combination of both. 

 

 

Self Directed Support 

When we discussed the idea of self-directed support we had very mixed views.  

 

Many of us like the principle of having more choice and control in both our lives 

and services and for this reason some of us are quite enthusiastic about SDS. 
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However, we have many reservations about the direct payment component of 

self-directed support. 

 

The great majority of us are uninterested in direct payments, and in SDS in 

general; some of us thought a brokerage system of dealing with our care which 

we had control of would be helpful but some disliked the idea. 

 

The fact that we could keep our current services with SDS, meant that most of 

us thought self-directed support would be a good idea by providing a number of 

new options for obtaining services and yet not removing existing ways of 

receiving help. 

 

Some of us did see it as a way of getting new services that we currently don’t 

have access to and as a way of directing our support in the ways in which we 

know already that we would benefit from. 

 

We also saw it as a good way of dealing with some of the present problems of 

the current system – such as getting support at inconvenient times and/or 

preventing us being given support from people whom we do not want to support 

us. 

 

However, some of us were opposed to the whole idea on principle, seeing this as 

the first stage of a fragmentation of services, a move where by individualising 

services the vision of looking to the common good of our society would be 

replaced by the needs and voice of individuals, where those who were most 

assertive and capable would do very well and those less able and vocal would 

lose out. 

 

When we looked at the way in which Glasgow Council have been implementing 

self-directed support we were unanimously opposed to this form of service 

provision with many calls to campaign against the whole system of self-directed 

support which we thought could ultimately threaten the services we rely on if 

transferred to Highland. We have been assured that there is no intention to do 

this but some of us remain sceptical. 

 

Equally many of us see the concept of control and autonomy as ideologically 

driven rather than being based in reality. On the face of it, these ideas are 

wonderful and we can see how the physical disability lobby, who we believe have 

driven this policy, may benefit from it.  

 

However, many of us see the experience of mental illness/ mental health 

problems as often having, at its core, a lack of control, a lack of decision making 

powers and an inability to manage our day to day lives. By assuming we are 

capable of these things through self- directed support we believe policy makers 

demonstrate a lack of awareness of what mental illness is like when we are 

acutely ill or severely ill. 
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We worry that people do not understand the needs many of us have, for some of 

us it is the very fact that we cannot exercise control and run our lives effectively 

and responsibly that means we need support. If we were to direct our own 

support and control our lives in the ways in which self -direct support promotes 

we would not need the support in the first place. 

 

We also worry that this could be a way of providing a high level of support to 

those who are assessed as needing support and of denying support to those 

people who are not seen as being in a priority category. This, we feel, is a 

misguided approach and will serve to make vulnerable people more vulnerable. 

 

Many of us are very happy with the support we get and do not wish to be 

persuaded to consider other forms of support. 

 

However, some of us felt that direct payments could be a good part of our 

recovery journey. As we gain more confidence and control and hope and 

motivation, direct payments could be an ideal way of fostering this journey but 

there is a worry that as we get better we will be less likely to qualify for direct 

payments to be used in this way. 

 

Many of us see the whole concept of self-directed support as the beginnings of 

the privatisation of the social care system and do not approve of this possibility. 

 

Reservations and comments on Direct Payments 

We worry that, when we are ill, we will not be able to manage direct payments; 

we could not manage our workers, we could not manage the paperwork, we 

could not direct them in the areas we want to be cared for. 

 

We worry that many of us have chaotic lives and that some of us, through 

poverty or addictions will misuse direct payments from the very start, end up in 

debt and not get the care we need. 

 

We worry that many of us are poor judges of what helps us and that we would 

allocate direct payments in ways we shouldn’t. 

 

Some of us feel that we have very little idea of what we want or need for our 

support and would like to trust in current forms of service provision. 

 

We worry that there will not be a regulatory system to ensure that our carers 

work to the correct standards and which will protect us from incompetent or 

abusive carers. 
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We believe that, in many areas, especially rural ones, that there is not the 

choice or access to carers that we would need to give us a good quality service 

or even a service at all.  

 

We feel that many of us have a limited need for support when we are coping or 

are well but may have a great deal of need for support at other times and would 

therefore like to be able to ‘bank’ our hours for such times 

 

Some of us are very wary of being given cash for us to spend on our care and 

would prefer a voucher system by which we could purchase the care we want 

without having to look after money. 

 

Some of us had experience of direct payments in the past when we acted as 

carers and had found the whole process very negative. However some of us 

thought it could be effective, especially with other communities, such as older 

people. 

 

Many of us live in poverty and amongst people in poverty and worry that if some 

of us qualify for direct payments there will be a temptation for us to give the 

money to our friends or for our friends to ask us for it. 

 

Some of us are homeless; we do not understand how we would be able to use a 

direct payment in these circumstances. 

 

Some of us see the use of direct payments as being helpful; by paying for a 

service we are likely to value it more and be more demanding about what it is 

that it offers us. 

 

 

Brokerage/agency provision of support  

Again we do not know what controls or standards such agencies will have to 

adhere to and how they will be monitored. 

 

We worry that agencies motivated by profit will become involved in this area of 

our lives and that we will suffer as a result.  

 

We worried that if we were to pay for our care from a brokerage service or 

agency that we wouldn’t get the continuity of care we want or the standards of 

care we want and that we might be replacing a system of support that some of 

us very much appreciate for one that is untried and risky. 

 

 

The Glasgow Model: 
 

We are completely opposed to the way Glasgow Council is operating SDS.  
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Our understanding is that people are being asked to put their direct payments 

down as a payment for community services such as drop in centres like the 

‘Charlie Reid Centre’ or clubhouses like ‘Scotia.’ 

 

We feel that people used to a free service will not feel inclined to use their 

payments in this way. 

 

We feel that many valuable services will have to close and when we look at the 

services we currently use and treasure, contemplate their destruction if NHS 

Highland used this model up here. 

 

We worry that people who would not qualify for direct payments will no longer 

have access to services and the inclusive recovery orientated emphasis of drop 

in centres and other services will be denied to many people, thereby removing 

the preventative and maintenance function such services provide. This would 

serve to make already vulnerable people more isolated and more fragile. 

 

As a result, we are keen to see research that demonstrates the value of many of 

the voluntary sector community services we already get in Highland. Some of us 

believe that our services are already greatly threatened and that the peer 

support, recovery and wellbeing approaches we get from such services has been 

overlooked by people who see such services as old fashioned. 

 

Many of us see this as further evidence of an attempt to gradually run down 

many of the community services we rely on. We have already witnessed cuts in 

the budgets of our services and do not have full faith that the statutory services 

will protect the budgets that such services rely on. 

 

We want services that we can access without being assessed or referred to or 

given care plans in order to attend – we want to be able to walk in the doors of 

our drop in centres in Highland or places like the Charlie Reid Centre in Glasgow 

without having to go through hoops to access or to pay to use. 

 

 

Conclusion 

Whilst there is little that can be done to challenge SDS now that legislation has 

been passed, we are aware that many other service user groups have similar 

opinions to ours. 

 

As long as we maintain the whole range of ways of accessing and using services 

as is the case now, there should not be a big problem; after all, if we don’t want 

to use direct payments we don’t have to and there may be some people who 

benefit from them. 

 



Page | 9 
www.spiritadvocacy.org.uk 

 

We are very concerned that the way Glasgow has implemented SDS may be 

seen at some stage as an attractive option for other cash strapped local 

authorities, we would like the Glasgow model abandoned and a steer given by 

Government to stop its implementation in any other area. 

 

The course of these discussions has raised the issue that many Voluntary sector 

services operate an open access policy we greatly value this, the potential to 

restrict or ration services that the use of SDS may imply, should be discouraged 

and the preventative and inclusive approach that many community services 

promote should continue to be fostered and promoted. 
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APPENDIX 1 

 

  

Consultation on self-directed support: 

The views of the HUG Friday forum, 18th June 2010 -  

amended March 2012 

 

The following are the comments of HUG members on the consultation on self-

directed support. We have not answered each question, the length of the 

consultation document and the timescale prevented this. 

 

HUG is a network of people with experience of mental health problems. It acts 

as a voice for people with a mental illness in the Highlands through its collective 

advocacy function and through its awareness raising activities. More information 

can be found about it at www.spiritadvocacy.org.uk 

 

The HUG Friday Forum is a forum of our more active members that allows 

members to respond to such things as consultations. This response came from 

12 people. 

 

We have concentrated our views about direct payments and self-directed 

support on how they may apply to people with mental health problems. We have 

spent most of our time addressing the central assertion in the consultation 

document that self-directed support would eventually become the principal 

mechanism by which social care services are delivered in the future. 

 

We have been consulted on and off for at least the last decade about the need to 

get a higher uptake of people with mental health problems using direct 

payments. We would imagine that the continuing extremely low use of direct 

payments by people with mental health problems is partly due to lack of 

publicity about them and simple mechanisms to use them as well as a reflection 

that many people who receive support do so principally from health services. 

However, we also think it may because people with mental health problems are 

often not interested in them. We would hope that the value that they have to 

people with physical and other disabilities has not been transferred wholesale to 

people with mental health problems without reference to their particular needs. 

 

We would hope that in the future that it becomes easy for those people who 

have mental health problems and who actively want self-directed support to 

obtain this but we strongly oppose the idea that self-directed support becomes 

the default mechanism for care provision. 
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The reasons we have for this are (in no particular order): 

 

 We worry about the burden of administering self-directed support and 

direct payments. Most of us have enough trouble dealing with our own 

often precarious day to day existence without having to manage and 

employ other people who will in turn help us manage our lives. This 

especially applies to direct payments. If we were to pass over 

responsibility for providing support to another agency then we see little 

difference in concept to the present arrangements except, perhaps a 

privatisation of Social services. 

 

 Having a mental illness is often intertwined with extreme stress and 

anxiety, self-directed support could increase this. 

 

 We worry that this is a way of Government passing responsibility direct to 

the individual. We live lives where our ability to take responsibility for our 

lives and sometimes our families is often extremely compromised. This is 

part of the nature of our impairment. We can need other people to take 

responsibility when we can’t. 

 

 If our support worker goes off sick or leaves when we are responsible for 

managing them it will be our responsibility to make alternative 

arrangements, possibly at times of difficulty for us. We are not willing to 

be given this burden. 

 

 When we are ill the majority of us would not be in a condition to manage 

our support or direct what we think it should be doing for us and yet this 

is the time when we most need support. It is possible that we would be in 

a position where we would lose the support at a time when we most need 

it because we could not manage or control the support we get. 

 

 If we are to manage the support that is provided for us we think we 

should get a management fee for carrying this service out on behalf of the 

local council. 

 

 We worry about the effect on benefits such as DLA if we get Direct 

Payments. 

 

 We are aware of people with special needs who do get direct payments, 

they seem to benefit from the services that are provided to them but they 

can need to employ accountants to administer their service. Doing 

something like this would be beyond us. 

 

 Many of us will at some point be sectioned, at which point we would lose 

the service at the very point we most need it. Being sectioned at different 

intervals means that we would have to go through the whole assessment 
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process again and again and select our own support at times when least 

able to do this. People subject to section are likely to use council services 

the most and therefore be most likely to be eligible for self-directed care 

when they are not under section. 

 

 The type of support that we get from the council is often very different to 

that of those for people with physical disabilities. It is often of the sort 

that acts at a psychological or emotional level as well as helping us with 

daily tasks such as managing our finances and paying our bills. We are 

often in a position where we depend on our support workers for advice 

and direction and motivation. It would seem incongruous for us to then be 

put in a position where we direct our supporters in what advice and 

support to offer us and even stranger where we may rely on a support 

worker to help us manage their payroll, conditions of service and 

management. 

 

 We tend to have cyclical or episodic illnesses which mean that the level of 

support we need will vary from week to week. Any support has to be 

flexible enough that it helps maintain us in the community when well and 

then increases in intensity when we are ill. 

 

 We worry that passing over control to family and friends for self-directed 

support may leave us more vulnerable than the present system of relying 

on statutory services for support. 

 

 A lot of the support that the Council provides is through the voluntary 

sector which often provides group and communal activity that we value 

greatly. We often benefit hugely by socialising and mixing with our peers 

for instance in drop in centres or training units. We worry that the focus 

on the individual will have a negative impact on these services and will 

amount to a direct attack on our community which many of us place great 

store in. 

 

 We worry that it would make it much easier for the Government to reduce 

costs, they will be able to reduce care on a person by person basis and 

these people are likely to be in a very difficult position to challenge 

funding and resource allocation decisions. 

 

 We think many of us would have a great need for advocacy if we were to 

have to challenge any assessment of our care. Advocacy is limited in its 

provision across Scotland. 

 Many of us also have alcohol and other substance addictions. We live 

unpredictable and at times, chaotic lives and would not be able to 

participate in these forms of support. 
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 Some of us have impairments that mean that we cannot manage money, 

for instance we may go manic and spend resources in ways that are not 

permitted. 

 

 Those of us on procedures such as the care program approach may be 

those that use council services the most. The implementation of our care 

under these systems may be very directive for instance by putting 

pressure on us to take medication, have suitable relationships and 

generally act in more sensible and healthy ways than we may naturally be 

inclined to. Whilst we agree that we should have a say and some control 

in our care and can resent it when our autonomy is taken away we often, 

especially in retrospect, accept that these interventions are in our best 

interests at a time when we are less able to act in this fashion. This 

approach does not fit easily with the philosophy of self-directed care. 

 

 Our conditions are such that our needs change frequently we cannot 

anticipate the future or predict what level of care we need from month to 

month. If we are given a set amount of money to manage our care it will 

be at times too much and at other times far too little. 

 

 Many of us who use Council services have frequent admissions to hospital 

at which point our self-directed care would stop. This would mean that we 

would lose our support when we have a high need for it and would have to 

reinstate it on discharge when very vulnerable. 

 

 The Government publication on self-directed support produced in 

conjunction with VOX and the Mental Health Foundation repeatedly says 

that local mental health user groups would provide support advice and 

information and promotion for self-directed support. As one of the leading 

local user groups we would like to state that we were never asked 

whether we would do this. We value our autonomy and having our own 

voice in these matters and, as a collective advocacy group (which is the 

case of most mental health users’ groups such as us) believe that this 

would compromise our role if we became a service provider in this 

fashion. 

 

 Some of us would feel profoundly uncomfortable if were expected to 

instruct our support workers in what to do for us. 

 

 

 

Further Comments 

 For those people who would want to use self-directed support and direct 

payments there should be better publicity and support to use and access 

them. We are aware of some people feeling that they were eligible to 
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 them and not being able to access them because by the time they applied 

the budget was used up. 

 

 Some of us value our existing support agencies greatly and may be more 

inclined to use direct payments if we could get them directly from these 

existing trusted familiar and high quality service providers. 

 

 We do like the idea of agencies that manage payroll functions, this might 

persuade some of us to use this service 

 

 We do want more say and control over our care and this care could be 

provided in a much more flexible way. We may do better to have a 

modernised service from the statutory sector than a brand new system of 

care provision. 

 

 Some of the attractions of direct payments such as being able to buy a lap 

top, get alternative therapies, access the respite that we want are very 

appealing to us. To have access to a fund that would allow these things to 

happen could be great. We don’t think that having access to such 

possibilities should be available only to those able to take responsibility for 

the provision of their own care. If there were small funds of money that 

would allow this to happen whilst still receiving council services, we would 

be delighted. We imagine that this is very unlikely in the present financial 

climate. 

 

 Using advance statements to help determine our care when ill may be 

very helpful. 

 

 Direct payments may be very useful in rural areas where there is such a 

paucity of statutory services that commissioning our own services may 

bridge a service delivery gap. 

 

 Whilst we have little knowledge of their effect on people with a mental 

illness we are aware that direct payments have transformed the lives of 

other people and have helped them back in to social networks and 

employment. 

 

 Some of us think that we would like direct payments if we could find 

someone to administer and manage our care on our behalf but when we 

think of this as an option it seems to go against the whole point of direct 

payments. 

 

 We do need the services that are provided for us to be as person centred 

as possible and genuinely needs led. This does not mean that they have to 

be arranged under the aegis of self-directed support. 
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Talks in favour and against SDS 

 

Self-directed Support and Mental Health, Inshes Church, 
Inverness, 19 November 2012 

 
 

Against SDS 
 

Hello  

 

My name is Graham Morgan. I work with Hug (action for mental health), which is 

a group of people with a mental illness that campaigns for better lives and 

services for all of us. I have a diagnosis of schizophrenia and am detained under 

a compulsory community treatment order. 

 

Today Heather and I are going to speak from differing perspectives about self-

directed care. If feel a senses of unease because many of the things Heather will 

say I agree with and vice versa. 

Let me make a start on some broad issues. 

 

To my mind, at its philosophical heart, self-directed care has key messages of  

 

 Control 

 Independence  

 Choice  

 And autonomy 

 

These are mantras that we are bought up to believe should underpin all services 

and all notions of care and, for many years we, as people with mental health 

problems, have said and still say, that one of the problems we face is the lack of 

say and control and autonomy we have in the way we live. So something like 

self-directed support should surely fulfil our aspirations. 

I am going to spend a few moments talking about why I think this is not what 

we always want and then I will go into more detail over the issue of self-directed 

support. 

 

To be in control and to be independent are fine sounding words but are they 

aspirations we all want to achieve? 

 

Take illness or even impairment due to mental illness. One of the features of 

mental illness is that we do on occasion, lose control, we do lose the ability to 

make decisions, to argue rationally, to see clearly to the goals we might want to 

achieve.  

When we cannot make even the simplest decision about what to eat, and when 

to get up, and how to do the shopping. When we seek oblivion or even death, 

when we are bewildered by a whole legion of conflicting memories from our past 
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and anxieties of the present we can find ourselves uncertain and vulnerable. We 

can hesitate and shrink inside ourselves from the mechanism and reality of daily 

life.  

 

At these times which may be temporary or longer term we may desperately hold 

on to the last vestiges of control in our lives in an attempt to preserve our 

identity and reality but often we seek a place to lay down our burdens. 

When we cannot see a few hours ahead let alone a week ahead we may say; 

give us the sanctuary and safety of hospital where, whatever its failings, we can 

feel safe for a time and looked after and protected and cared for, or we may 

throw up our arms and say to our C.P.N. or our support worker or the drop in 

centre or our friends; I am tired, I cannot go on, please, please, give me respite 

from responsibility and control.  

 

Please let me come to that place where, for a time, I no longer have to make 

decisions or strive to succeed or be responsible.  

 

At these times being forced to be in control of our treatment, our lives and our 

destinies can be the last thing we want. 

 

At other times, when faced with the complexity of the world’s we have entered, 

where we do not understand the benefits system, the care system, the illness 

system, where even the names of the people and medicines and treatments that 

help us are alien. Where our diagnosis is fraught with confusion. In this world we 

may reach out to understand and make sense and cope with the multitudes of 

bureaucracies with their worlds of rules and attitudes that we do not understand 

and at these times we may say, above all, listen to me as an individual, as a 

person with needs and views and opinions, but to be in control at these times?  

 

At these times we often look for partners and guides and allies to whom we look 

to, for advice and direction. We do not necessarily want to determine for 

ourselves the best thing to say to get D.L.A. or even to find out that we are 

entitled to D.L.A., we do not necessarily want to decide what our support needs 

and goals are with our tenancy or our compliance with medication are. At these 

times we can want a guide who will support us to speak out for what we wish 

but at others we can be content and keen to rely on the knowledge and 

expertise of other people.  

 

At these times we want control when we are sure of our views but often we want 

to give up this control and to have the security of walking alongside a helper to 

find out and achieve what we want. 

 

And in terms of control, some people like me, after 30 years in the psychiatric 

system are well aware of how it works and what we want and are familiar with 

our own views and interpretations of our lives but many of us, when we try to 
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make sense of our world are beset by a whole mythology of the mental health 

system and, at these points, being in control can be something we regret later.  

 

When our understanding of mental illness is based on ‘One flew over the 

Cuckoo’s nest’, articles in the Daily Mail, thrillers on television and late night, 

drink fuelled conversations with friends our initial reactions and views can be 

distorted misinformed and misguided. They may send us down routes of 

destruction we would not have ever chosen if we had been given the right 

information and it is at these points where we are desperate for control that we 

often need to pause to listen, to discover and learn from others what is the most 

sensible thing to do and here we share knowledge and information and 

decisions.  

 

At these times we may cry out for experts to give us clear unbiased information 

and on occasion advice about how to approach our lives.  

 

It is at these points where we may say do not give me all this responsibility, give 

me the tools of navigation but don’t send me on some unknown mission of self-

fulfilment filled with choices and control when I have neither the knowledge nor 

the skill to reach it. 

 

And that brings me to independence. The mantra seems to be that when we 

become known as service users we are meant to be guided to the point where 

we live independently, where we control our destiny, where we make our own 

decisions and reach the destinations we have chosen.  

 

This is in marked contrast to reality. Sometimes I think that it is more the vision 

of workers and policy makers to make us these fully functioning, fully 

autonomous, self-reliant and non-dependant people and yet I would pause. 

 

When you go to the pub with a group of friends how do you make that decision? 

Do you all split up for your different destinations when you don’t agree? Or do 

you reach consensus often guided by the most charismatic or outspoken of your 

friends? When you live with another person do you insist on having the final say 

in everything that happens of being in control of everything you do as a couple 

or do you seek co-operation and negotiation and an ebb and flow where first one 

person then the other has more or less influence and between you, you muddle 

through a shared journey where at some points you rely on your partner and at 

others they rely on you. When you work in a team, do you, in the name of 

independence insist that your views are sacrosanct and cannot be altered or do 

you sway and swirl around the subject until you are as close as can be to 

agreement?  

 

I do not want to be independent in the way that services say I should be.  
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That shouts to me of loneliness and isolation and an arrogance of opinion that 

none of us should be subject to. I want to be interdependent I want my 

decisions and my actions to be influenced and guided and adapted and 

negotiated by all the people in my life and I do not make the workers in my life 

an exception to this.  

 

As fellow humans we have an obligation to each other to interact that may be 

influenced by our differing expertise and perspectives as workers and people 

with a mental illness but this is ultimately built on relationships and maybe our 

workers may seek to make us independent and sometimes that will be our joint 

aim. But at other times that is confounding us with dogma and saying 

dependence is bad and wrong, when in fact dependence and reliance is natural 

for all of us but we have bureaucracies that are obsessed with throughput and 

recovery and employability because the longer we have a need for help, the 

more expensive and inconvenient we are, the more people think of failure and 

missed outcomes when perhaps they would do better to look at our perception 

of the quality of life we have and can expect to have. 

 

In a long winded way, I have just made a plea for us to listen to what we say, to 

not take things for granted and to realise first and foremost that we are a 

community of people, we share control, we share decisions. Opinions and goals 

are a matter of negotiation and co-operation and choices are made together 

taking in the needs of those around us and the society we live in. I worry that 

self- directed support throws everything onto the individual and forgets the 

needs we have as interlinked interdependent members of the community. No we 

don’t want professionals to decide everything for us but equally we maybe don’t 

or shouldn’t have the right to decide absolutely everything for us too. 

 

That is my comment on the philosophy of self-directed support. Now for the 

practicalities – assessment – let’s be realistic – if all people with a mental illness 

were able to get the care they need to help them to a better life, a position of 

wellness or recovery, then I think we would bankrupt the care system which, to 

my mind, makes a farce of the whole concept of holding our own budgets and 

managing our own care.  

 

In the rich western world, a paltry 23% of people with a mental illness get any 

care for their illnesses compared with 67% of people with a physical illness. So, 

yes, that would be fantastic, lets hand over the resources and manage totally on 

need, let’s make everything person centred but we would have to anticipate a 

world that is very different to today. 

 

The same applies to social care; do you really think we feel we get all that we 

want for our care and support? The vast majority of us don’t even qualify for 

social care. I would love it if you opened the system to respond to what we 

want: respite, holidays, activity through the week, creativity, employment, 
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support, education, leisure, help with benefits, access to what we think is 

therapeutic rather than what other people think helps us.  

 

Yes, that would be fab but of course we are at the mercy of an assessment. We 

will not have control over our care unless the assessment of our needs is in 

agreement with how we self-assess our needs – we are being given the freedom 

to administer what other people agree we need - that is not self-directed 

anything. 

 

On a similar point, as an active group we have often argued that we want to be 

able to take risks with our lives and for some of us that is so, so important but I 

find many of us are cautious, we want support, we want hospital, we are often 

content, to an extent, with a quiet life with support and help and safety. The 

world of the mainstream is frightening and full of risk – it is where you as 

governments and workers may like to see us but many of us are cautious with 

our lives and content to take the risk free but expensive solution of being 

supported and looked after.  

 

I may be wrong with that but, self-directed care may have to acknowledge that 

we do not all want to move along we do not all want to flourish and succeed 

according to the measures of others – we may have our own indicators of 

success that others have not yet acknowledged and that requires different ways 

of assessing what we want from services and life. 

 

And of course managing direct payments – that will be really easy to do! – When 

I am busy obsessed with the devils that are telling me to kill myself it will be so 

easy to employ and direct my care staff, when people like me cannot summon 

the energy to fill in a benefits form it will be so easy to, to set the hours and 

determine the way our support is structured. And of course we can hand over 

this control to another agency – I fail to see how that is self- directed care; it is 

more like replacing one set of organisations with another – that doesn’t seem 

like anything particularly wonderful. 

 

And getting even more practical how do the organisations that provide wonderful 

services but to groups of people adapt and react to a system that doesn’t 

acknowledge that a drop in centre or a befriending service or support in our 

homes needs to cater for a fluctuating group of people, not all of whom will 

qualify for support and many of whom the system needs to reach out to with all 

its got rather than asking them to pay for services from their own budgets. It 

strikes me sometimes that having control of budgets can be as misguided as the 

government giving housing benefit to us directly. 

 

And again – we are in a world of recovery where our care and our need will 

fluctuate and change and hopefully reduce as we get better and do indeed gain 

some sense of autonomy and direction. If we have a budget that pays for a set 

number of hours for our support how much incentive does that support worker 
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have to get us on the road to recovery? Each hour spent with him or her brings 

more income to them, each hour we reduce lessens their income – I do not see 

the incentive in this system, for us to move away from services and into 

different lives that I would have thought it should have. 

 

I can see a substantial number of people who would like to have more say and 

control over their treatment than they presently have – I can think of all those 

people who come to us saying I have just been diagnosed and want to do all I 

can to get better, people full of energy and enthusiasm for recovery and not 

getting trapped in a system for year after year.  

 

I don’t suppose self-directed care will do anything for them; first of all many of 

them want control of health based treatments and secondly many, many, of 

them will not be assessed as needing social care – it seems to me that you only 

tend to qualify for that when you are already incorporated into the mental health 

world where your needs are such that it can be very hard to make decisions 

about what you want and how you want it both as a result of your impairment 

and as a result of how we are dealt with when we become cogs in a 

bureaucracy. 

 

And two final points. A substantial number of us are now being charged for 

services; those of us who have assets such as property can find it almost 

impossible to afford the costs of support. How do you reconcile charging us for 

services we can’t afford and at the same time handing over substantial budgets 

to other groups of people? 

 

I hate to finish on a note of intense cynicism but I have been told by people in 

the council that any new assessment for self-directed support will automatically 

result in around a 20% reduction in the budget allocated to that person. I hope 

that is one of the wild rumours that circulate in large organisations but if it isn’t I 

fear we are being conned by fine words disguising major budget cuts.  

 

That is the negative view 

 

I am now hoping that Heather can give you a somewhat more optimistic picture. 
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For SDS 
 

Thank you Graham.  My name is Heather and, like Graham, I am a member of 

HUG.  We have just heard some very powerful arguments as to why Self-

Directed Support may not be ideal or desirable for all service users with mental 

health issues. I find it hard to disagree with Graham.    

 

The truth is that two individuals with the same mental health problem may be as 

different from one another as any two people can ever be.  One of them may 

thrive on intense support and care from well trained professionals.  The other 

may require absolute independence and control to complete their journey to 

good mental health.   

 

It always strikes me therefore, that any attempt to systemise the provision of 

care, to allocate it to neat diagrams, flow-charts and logical processes is, in 

itself, quite illogical! 

 

However, this is the world and these are the systems that we live with.   

 

As Graham has already indicated, to obtain the support that those of us with 

mental health truly need to thrive and be well we would need to live in a very 

different world.  But we don’t. And so, on balance I must argue in favour of self-

directed support as a means of helping those with mental health problems.  

Before I continue, however, I should point out that I have made no attempt to 

obtain SDS, and do not plan to do so.   

 

I will come to that at the end of my talk as it is possible that my own 

experiences may shed some further light as to why more people with mental 

health issues are not claiming Self-Directed Support. 

 

Like many people, my experiences with mental illness and poor mental health 

are complicated and varied.  I grew up in a household dominated by a father 

with bi-polar disorder and a distant un-empathetic mother, whose undiagnosed 

issues continue to affect both myself and my brother.  At a very young age I 

developed quite severe OCD which has plagued me throughout childhood, 

adolescence and adulthood.  It is not possible for me to talk here about the ways 

in which OCD has affected my life.  Suffice to say that it has been hell at times, 

but that today I feel that I am finally getting it under control.   

 

The analogy I like to use is that for years there has been a monster rampaging 

around my head, pushing buttons at random.  I finally have him locked in a 

cage.  None-the-less, he is still in that cage, in my head, and likes to rattle the 

bars from time to time.   

 

Finally, the eldest of my children has Tourette’s Syndrome.   As most of you will 

know, Tourette’s Syndrome is not a mental illness, but a neurological condition.   
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Nonetheless it throws up all sorts of mental health problems, including anxiety 

and depression and is treated primarily through psychology and psychiatry 

services.  My son was diagnosed early, at the age of 5.  He is now 13.  We have 

spent a good deal of his childhood in meetings with professionals, from both 

health and education, with the occasional input of social work. We have moved 

home and area in order to try and improve the services and support that he has 

received. 

 

In light of the many and varied experiences I have had with health and 

education services, I am in favour of Self-Directed Support because I am in 

favour of anything that increases independence and choice in the support that 

we as service users receive.  Although I have not applied for either myself or my 

son, I know people that use SDS very successfully.  I love the strap-line to the 

logo. ‘Control, choice and independence.’  I believe that these are three things 

that everyone should have.   

 

Graham asked me if I would like to speak at this meeting, on the back of a 

conversation we had in which I asked something along the lines of ‘Don’t you 

think it would be better if we were free to choose the professionals that help us.  

To employ them.’  What I really mean, is to be able to sack them if they don’t do 

their job properly.   

 

I was wondering recently if this was a little too extreme to hope, or even wish 

for.  And then I spoke to the mother of a son with severe cerebral palsy, who 

moved schools to get better support.  Don’t you just wish you could sack them 

all she said?  Start again with ones who will listen.  Yes - actually. 

 

When I am choosing a new washing machine, I do my research.  Look at all the 

different brands, energy efficiency, cost etc.  And when I’ve made my selection I 

look at all the retailers.  How much do they charge, what is the service like?  The 

same when I get a haircut!  If I don’t like the cut – I go somewhere else! If a 

shop assistant is rude I complain to management and I shop somewhere else. 

 

But what about when I looking for support for myself or my son?  My 

experience, so far, is that I am sent to ‘the psychologist’ or ‘the paediatrician’, 

allocated ‘the counsellor’.  When I am dissatisfied with the service and I 

complain, I am forced either to endure long processes of resolution – or to move 

house – to another area, with another set of individuals administering the 

systems!!  

 

 Over the years I have realised, without a shadow of a doubt that the success of 

a treatment, the success of a plan, the success of a support process, is entirely 

down to the individuals administering that process and their relationship with the 

individuals receiving it.  Most of us would admit, if only to ourselves, that some 
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of our colleagues are more efficient than others, some are more committed than 

others, some, dare I say it, are ‘nicer’ than others.   

 

As service users, we are often only too aware of the weaknesses and failings of 

those assigned to our care.  It’s incredible how often other professionals appear 

to be oblivious.  It is generally obvious from very early whether two people will 

be able to work together.   

 

How incredible it seems that I can change my hairdresser, change my mechanic, 

even change my dentist – very easily – but the processes I must go through to 

change my son’s support staff? – Wow! 

 

So I love the idea of Self Directed Support – the idea that I can have a say in 

what support I need, say what I know works for me, and then have a say in who 

will actually provide that support.  Meet and even interview people before they 

work to support me.   

 

Fantastic.  I’m hoping, if I’ve understood it correctly, that Self-Directed Support 

will improve the accountability of service providers to their ‘customers’. 

 

As a person with a life-long debilitating mental health problem I’ve had some 

very interesting experiences with professionals.  Two years ago I had a full-

blown OCD crisis.   

 

I was so anxious that I would wake in the morning feeling that someone was 

administering a shot of adrenaline straight to my heart.  I was shaking violently 

all the time and was unable to perform even the most basic function without 

agonising over whether I had done it correctly.  My very long-suffering husband 

took me to the Doctor on duty that morning.  It had taken all the emotional 

strength I had left to leave the house.  I was shaking from head to toe.  I told 

the doctor my OCD was out of control, I was in crisis and I needed some help 

immediately.  ‘How do you know you have OCD he asked?’   

 

My husband and I were astounded.  ‘Have you read my notes?’  His lack of 

understanding, awareness and empathy were astonishing.  When my 10 mins 

were up he told me to come back later in the week to talk about medication.  He 

seemed totally unaware that I was barely functioning.  Suffice to say that I got 

my medication sorted out.  But I always make sure I see another Doctor now – 

always.  And the point is – that I have a choice.  If I don’t think a Doctor is 

doing a great job – I can see another one. 

 

Counsellors are a different story altogether.  Counselling on the NHS is generally 

administered in 6 week blocks, and unless you ask otherwise you get CBT.  Each 

time you need to see a counsellor you go on the ever growing waiting list.  There 

is no opportunity to meet the counsellor before the first session or to interview a 

selection to see who you work best with.  But counselling is such a very deeply 
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personal process.  You can’t bare your soul to just anyone.  I was lucky – I 

struck lucky on my third attempt.  But each of my first two failed attempts, 

which were simply the wrong type of counselling with the wrong person, for me, 

set me back a long way each time.   

 

To stay well I will always need to speak to a counsellor from time to time.  That 

OCD monster gets much closer to escape from his cage whenever life gets 

tricky.  Medication helps but counselling is what really gets to the root of the 

issue.   

 

There is one counsellor who has helped me more than anyone in the world.  

She, together with my Prozac, my family, my friends and my hobbies are what 

have kept me well.  But I live outside her NHS referral area now.  To see her I 

would need to pay her privately.  It makes sense to me that if a GP signs that I 

need more counselling, I could get a voucher or a payment or something and 

use it to pay the counsellor that I know works for me, instead of joining the 

waiting list and hoping the NHS comes up with another good one. 

 

When I first heard about SDS I wasn’t certain that I would be eligible.  Having 

read more about it, read case studies etc. I think that I may well be.  I know 

what support keeps me well.  There is Prozac – that comes from the Doctor so 

that is covered.  There is counselling.  I would really like to be able to choose my 

own counsellor.  Could direct payments, or a similar scheme, help me with that? 

There is acupuncture – I paid for that privately – I swear it helped save my life – 

an amazing treatment – would Direct Payments pay for that?  And more recently 

we have been strongly recommended to try Hypnotherapy for both myself and 

my son’s Tourette’s Syndrome.  It costs £70 an hour.  Would Direct Payments 

pay even part of that?   

 

I don’t work – 3 boys is plenty to keep me busy – and besides, it is hard when 

you are prone to constant anxiety about doing everything right.  But perhaps 

Direct Payments would pay for a college course to get me out the house, or for 

the drama classes I take each week, which boost my confidence and give me 

social time without the children.  And I’ve never really even considered respite 

care for the children – for a night out or something. 

 

So why haven’t I applied for SDP?  Why am I not planning to do so?  The truth:  

I simply cannot face getting involved in yet another intrusive bureaucratic 

process.  I don’t want to talk in detail about my issues or needs with yet another 

person – it’s all very personal stuff.  I don’t want to feel that I am being 

assessed.  I don’t want to get my hopes up that someone is actually going to 

help me – only to have them dashed – yet again.  I have trusted so many 

professionals over the years – paediatricians, counsellors, doctors, teachers, 

psychologists.  I have met some amazing people.  I continue to work with some 

of them.  But I have been let down more often than not.   
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I have completed DLA forms for my son. Carers allowance applications, 

Questionnaires about stress levels, questionnaires about my depression etc etc 

etc.  For me – enough!   Self-Directed support is a wonderful idea.  I support it 

wholeheartedly.  But I won’t apply for it because the process of applying is too 

intrusive.  It is too bureaucratic. 

 

I mentioned earlier that I love the strap-line ‘Control, Choice and Independence’.  

After that, the information you sent with the conference pack sort of switched 

me off – sorry.  For the professional involved in support – the people 

administering SDP, administering the support itself - this is a job.  For the 

people receiving SDP, the people applying for it – this is life!  There is just so 

much information to wade through, so much process, so much jargon.  It is all 

so dehumanising. 

 

It can be extremely difficult to talk about mental health issues.  When you have 

been the person too anxious to leave your house, when you have been so 

depressed that you have neglected even the most basic elements of self-care, 

when you are in the midst of a crisis, suspicious, paranoid, anxious, depressed, 

desperately in need of support – it can be very, very difficult to talk to anyone.  

It takes a long time to build up the trust required to talk about your needs.  

Many of us have trust issues anyway.  Many of us have already had those trust 

issues compounded by professionals who have let us down.   

 

I cannot say for sure why more people are not taking up SDP.  I cannot speak 

for all those with mental health issues.  But I think it is fair to say that there are 

many factors that still need to be given great consideration.  That there are 

ways in which the process could accommodate some of the sensitivities 

surrounding mental ill health.   

 

I would like to find out if SDS can help me.  But I probably won’t.  The 

bureaucratic processes make me anxious.  They feed my anxiety.  Even thinking 

about the questions, the forms makes me nervous.  What if I get it wrong?  

What if I do it wrong?  What if I say the wrong thing?  What if I don’t really 

deserve it anyway etc., etc., etc.  It will not help to tell me not to worry.  It 

won’t help to say you will support me through the process.  You see, I have a 

mental health problem.  I have OCD.  I have it under control.  But I cannot cure 

it. No one can.  For me to access the support I might be eligible for, the 

processes will need to change.  Otherwise it’s just not worth the risk to my 

mental health. 

 

 

With thanks to all those who have  

contributed to this report. 


