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There is a marvellous energy here today, a really animated sense of possibility that something which could make a huge difference is attainable, may even be within reach.  Given the sense of empowerment and emancipation that has been engendered thus far, I confess to feeling apprehensive as a service provider taking on the role of final speaker.  After hearing from all these compelling witnesses of the alternative, I note that Seamus Greene has designed the day to end with presentations from the usual villains: HSE and the voluntary service provider.   I reminded James O’Grady at lunchtime that the pheasant season would soon be upon us and wondered whether we were being offered as light target practice.  Staying with the avian theme, I am going to take on the role of a turkey enthusiastically carolling for Christmas and proclaim that, while recognising the massive implications for service providers, I am all for individualised funding.

The title of this event is Taking Control.  A sub-title might well be getting a life. Changing the focus and resilience of consumer demand is a critical dynamic in catalyzing change. The citizen with disability probably has little chance of “getting a life” unless they “take control.”  The deficits which block us from being of real service to people who want to lead self-determined, inclusive lives are deficits of imagination, creativity, and nerve rather than of funding.  (I’m not saying resources aren’t an issue – they are and will continue to be a huge issue if we stay with current service models.  The nub of the matter, however, is why should we remain with current models given their apparently insatiable resource hunger and poor track-record at delivering inclusive, self-determined lives?)

This conference is exploring the general theme of individualised funding and the role it can play in putting people in charge of their own lives, in charge in a way that 

1.
Allows them to become the authors of the vision which they want to pursue; 

2. Gives them “say so” (to borrow a phrase of Michael Kendrick’s) over the kind of opportunities they want to open up for themselves and the kind of supports they want to have in place.  We’re talking about people getting into the driving seat so that they can lead a life on their own terms.  While being all for this – and enthusiastically welcoming the placing of this issue on the national agenda which this conference represents – I do want to enter a caveat as to whether HSE is a legislatively appropriate or secure home for safeguarding such funding.  My growing sense is that HSE may not be a safe host for disability initiatives and that we may need to migrate to a different statutory space, one from which the interests of citizens with disability can be promoted in a truly unequivocal manner. 

Individualised funding can mean different things to different people.  Since the late 1990s we have had a version of individualised funding in the world of services for adults with intellectual disability – if I am an 18-year-old school-leaver with an intellectual disability looking for a “day service”, HSE are going to make available €20,000 (linked to my name) to a service provider whom they will choose, or if I’m looking for a residential service, they will identify €80,000 linked to my name to give to service provider X.  So we do have a version of individualised budgeting in that we know what funding is in our individual jam-jar but it’s not an empowering form of individualised funding –

1. You don’t get to choose your service provider;

2. Unless you’re lucky to get linked up with a fairly unusual service provider, you won’t have much “say so” in how the money will be spent;

3. Unless you’re a very strong, confident – or perhaps desperate – person, you aren’t really in a position to say “this isn’t much use to me, I want it done differently”;

4. Very importantly, it’s not portable, your options for taking your business elsewhere are very limited.

More self-empowering versions of individualised funding include:

1. Giving redeemable vouchers to people and their families which they can then use to buy elements of support from a list of approved providers.  (A critical feature here is who gets to determine what supports will be made available and when they can be accessed);

2. Giving vouchers to a person or their family to purchase an agreed range of supports from whomsoever as long as one maintains a verifiable account of how the vouchers have been used;

3. Being given the actual money and seeking out an established provider who will “host” the arrangement for you, i.e. will look after all the bureaucratic/regulatory stuff (this is sometimes referred to as providing the necessary bureaucratic shield) – hiring staff, discharging the formal employer role, preparing accounts for the state funder, essentially leaving the individual and their family to do the personal heart-of-the-matter stuff like developing a vision, knitting together a coherent plan, vetting the people who are going to support you, ensuring that what’s happening is on your terms (to borrow an image from a Leonard Cohen poem, to ensure that you are building your own pyramid and not toiling on somebody else’s pyramid), changing  your mind;

4. A variation on this is being given the money and going to a service user-led co-operative who will do the bureaucratic bits, leaving you to attend to the nitty-gritty building-blocks of a life on your own terms;

5. Being given the money directly – direct funded – and doing it all yourself: becoming the employer, looking after every aspect of it yourself, not out-sourcing any of the regulatory or accountability functions.

While this latter option is clearly the full-blown version of individualised funding – and one which has been significantly applied in the world of physical disability – and may seem very attractive, particularly if your history has been one of having to do everything on somebody else’s terms, the evidence is that where the full-blown option is available alongside other genuine life-on-your-own-terms options, it is availed of rarely enough.  

I got an insight into why this might be from a man with severe physical disability who clearly was enormously competent and resourceful whose view was: “I’m too busy with my own very active and fulfilling lifestyle to want to carry the burden of all that bureaucratic hassle…My funding is sufficient to give me the hours of support I need – if it wasn’t, I would be tempted to take total control of all aspects so as to stretch the support as far as I could.”  (Interestingly, he also reported knowing some people who had allowed their controlling-my direct-funding role become an end in itself rather than a springboard or scaffolding to “get a life.” )

This brings me to the kernel of my presentation.  Individualised funding can be a wonderfully liberating and empowering option but it is only going to act as the catalyst to a full and inclusive life if you know what you want, if you know what your needs really are.  If you don’t get that part of it right, the individualised funding arrangements are likely to translate into much plausible, justifiable activity but little real action to further a life on your own terms.  To get this right involves unlatching ourselves from the conventional way of thinking about need.

Historically, we have started with the question what kind of services does this person with a disability need? 

This way of framing the core question  

a) reflects a number of assumptions and presumptions and

b) leads to certain kinds of ways of responding to what is required.

Assumptions/Presumptions:

1. The person’s primary needs are for a service, a service option selected from a standard menu of services on offer from a service provider;

2. The determination of what service the person requires is likely to involve a process which accords pre-eminence to professional views as opposed to the person’s own view or the view of family members and people who know him well.

(At this juncture I would like to share a very particular concern that the orientation to Assessment of Need linked to the Disability Act and applied to children under 5 years is going to embed the pre-eminence and supremacy of the multidisciplinary perspective, that it is going to out-trump the service-user and family perspective and will automatically roll forward as an embedded feature when the Assessment of Need process is extended to the school-leaver and adult populations.  I foresee unmet need lists translating into a catalogue of 

multidisciplinary team posts that are not affordable which even if they were would not deliver lives of inclusion, valued social roles, self-determination and fulfilment.)

This form of thinking leads to a tunnelling in our thinking whereby:

1.
The person’s needs are likely to reflect the professional lens through which they were considered – professionals are strongly inclined to construe other persons’ needs in terms of the professional inputs they are in a position to offer.   This results in greater centrality and emphasis being accorded to the citizen’s specialist or professional needs than to his/her ordinary needs, i.e. the needs which we share with other people who are at the same life-cycle stage as ourselves; 

2.
The service is likely to be delivered in a specialist service setting;

3.
The service is likely to be delivered by paid staff members, many of whom will have a professional qualification (whose focus on their role and career pathway may obscure or shadow a primary focus on the person’s needs).

The whole arrangement is likely to send out a strong message that the core needs of such citizens are technical and specialist in a way that suggests to people 
who do not have these qualifications that they would have little contribution to offer to the person’s well-being or life quality;

4.
The service is likely to be delivered in a group context and group contexts operate on the basis of lowest common denominators, on the basis of “your turn” rather than “your life.”

THE ALTERNATIVE APPROACH: Getting to a better place

Core Questions

1.
What do you need to have in the line of opportunities and supports to ensure that 
you have a good life?

2.
How can we be of assistance in arranging for these opportunities and supports while 
at the same time keeping you connected to and embedded within your family and 
immediate community?

3.
Which supports and experiences are best delivered by your natural support system?

4.
What specialist supports do you require and how are these best provided to you? – 
“best” in the sense of ensuring that you get the support you require without 
dislodging your natural support systems or dislocating you from the normal 
opportunity-carrying traffic-flows of life.

Framing the question of what you require in these terms leads to very different kinds of outcomes, outcomes characterised by:

1. A recognition that the most important and quality of life-defining needs that anybody has are the ordinary general needs which they share with the rest of humanity;

2. It allows for those with professional and specialist competencies to make a relevant and appropriate input but it keeps them in their proper place; they do not take over.  The person does not have to place the rest of his life permanently on ‘hold’ in order to access what professionals have to offer which is of value;

3. The total emphasis is on taking the person where they are at and getting the supports to the person where they are rather than insisting the person subordinate his life to professional and organisational systems if they want to get the help which is on offer;

4. Done properly, organising supports in these ways will allow the person to lead their life on their own terms.  This allows the person to pursue their own hopes and aspirations without having to shrink them so that they fit into some lowest-common-denominator system.

Individualised funding can also play an important role in getting lucky in life.   I recall an evening drive-time radio reflection by the late management consultant, Mark McCormack, on “how to get lucky in business and in life?”   His advice was one degree shy of the blindingly obvious:  the way to become lucky in business is to “get in the traffic.”  By “getting in the traffic” he meant putting oneself about, turning up at things, making introductions, making and returning telephone calls, attending conferences and seminars, writing letters, making connections.  Things happen, opportunities surface, possibilities bubble up when one is in the traffic.

McCormack’s advice chimes with an observation made by Mary Kealy, CEO, Brothers of Charity, Clare when addressing the Offaly Association’s AGM in June this year.  Following a description of some highly inclusive and self-determined experiences of people supported by the Brothers in Clare, a member of the audience pushed for some detail on the rigorous planning that must have surely been required to achieve such outcomes.  The answer was surprising:  “We don’t really try and orchestrate things too much, but we are noticing that if we place ourselves in the right kind of situations one thing leads to another.”   When you reflect on it, it becomes fairly self-evident that the zone of real potential, the zone where opportunity begets opportunity is the zone of one thing leads to another.  Look at our own lives:  how much of who we are and what is of value in our lives represents the outcome of careful, cold-eyed planning?  How much represents spontaneous coincidence, serendipity, one thing leading to another?  Perhaps the major disservice which our well-intentioned model of benevolent support has done to citizens with a disability is to take them out of the normal traffic flows, the opportunity-bearing, one-thing-leads-to-another streams of life.  Perhaps we are not under-resourced at all.   Perhaps we are over-resourced to a degree that we are able to bubblewrap those whom we are supporting and actually create a barrier between them and the ordinary traffic-flows?  The model of support which has evolved in response to individualised funding is much more in phase with getting in the traffic, with being near to where “one thing leads to another”, with tapping the “luck” dimension in our lives.

Central to all of this is the development of a vision, a vision that guides and nurtures our thinking about opportunities, about supports.  A diagnosis is not a vision.  Good visions are visionary.  They inspire, they motivate.  If I may quote Michael Kendrick in his address to the KARE AGM in June this year:  “The dangers of under-expectation are much more serious and life-limiting than any dangers of over-expectation…[we must] be a friend of people’s potential, not an obstacle to it.” 

The title of this closing session invites us to consider what an individualised funding future would look like.  What’s in store?

1. Loss of empire for the traditional service provider.  (Well-intentioned and benevolent service providers can still be blind to their deeper imperial dimensions.);

2. The individualised funding future will put service providers and professionals in their place.  By that, I mean in their proper place – if they have a proper orientation to genuinely being of service they have a contribution to make, they can add value; they can add value but are not the primary or main source of value;

3. It will smoke out those providers who are sincerely committed to being of service, who are committed to turning themselves inside-out to acquire the attitude, culture and know-how of being of service, of how to add value from those who only adopt the rhetoric and surface processes of person-centred practice;

4. There will be elements of paid support in the mix but not over-supported, wraparound, development-impeding assistance.  The paid support available will be targeted, intentional and supplementary to natural networks of support;

5. The careers being developed in this individualised funding future will be the careers of citizens with disability rather than the professional grades historically associated with the disability sector;

6. What’s happening on the ground will be low profile, off radar.  There won’t be special facilities to come and visit.  There will be no more state-of-the-art specialist temples of excellence.  The architects will be disappointed.  Government, however, will be relieved.  Service providers will not require large capital budgets.  Some capital-type funding will be needed for equipment, for IT-mediated supports, and also for mortgage-related options to support people in acquiring equity in their own homes;

7. From the vantage point of a tidy administrator, the future is going to be messy, chaotic, “impossible.”  The motif is going to be that of spaghetti junctions enabling busy traffic flows to move along a direction of their choosing rather than parked vehicles in a manicured lay-by.

If you were to eavesdrop during coffee break at a self-help convention for these distressed souls, you might overhear comments such as “you wouldn’t know where they might be or where they might turn up…. You wouldn’t know what they might get up to…. There’s no knowing where it might end…. There’s a few of the people we used to support and, to be honest, I envy their lifestyle…;

8. The good news for the government is that

a)
It should cost less, it certainly should not cost any more – it probably could not cost any more.  What did a straightforward adult with, say, a so-called moderate level of intellectual disability with a 24/7 service cost in *2007?  €20,000 for a day service, €80,000 for a residential, plus €10,000 in disability allowance.  €110,000 in aggregate.  


What’s the return in respect of self-determination and genuine inclusion – as opposed to community-locatedness – for the citizen with disability?

b)
A higher level of transparency and equity in the distribution of resources;

c)
Significantly better outcomes of inclusion and self-determination.  (Of course, one will only achieve this if the current resources are safeguarded and held in trust by the government for reconfiguration within an individualised funding paradigm.  If the funding is raided opportunistically to generate a short-term saving, citizens with disability will be in an immeasurably worse position than they are now.)

Finally, a further piece of good news for the government.  We had a presentation in Moore Abbey last September from Eddie Bartnik from Western Australia outlining the Local Area Co-ordination service of which individualised funding is a prominent feature.  Surprisingly, he reported that each year between 5% and 10% return some of their direct payment funding on the basis that they didn’t need it and in the knowledge that if they needed more next year it would be available for them. 

Signed:



Brendan Broderick



CEO



Sisters of Charity of Jesus & Mary/



Muiriosa Foundation

____________________________

* Things may be different post this week’s Budget Announcement.  Of course, things 

   are very different, dramatically different, for those whose core funding rate was 

   struck in the 1960s, 70s, 80s and early 90s and whose funding level is a fraction of the   

   2007 levels!
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