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The Limits And Vulnerabilities Of Individualized Support
Arrangements. Some Dimensions Of Quality That Must Be Monitored
Carefully In Individualised Options

Many people have very decidedy emphaszed the advantages of flexible
individudized supports, as a core drategy, for responding to the unique needs of persons.
It would be dangerous and irresponsble to advocate for these without aso providing
some precautionary warnings of the risks associated with practices of this kind. Such
risks and limitations as do exist can be addressed by responsble people, such that the
individudised options themsdves reman vaid whenever they ae undertaken
reponsbly. What follows is a brief atempt to identify what qudity issues must be
attended to. Thiswill be done under severa broad categories of concern.

The Posshility of Irrdlevant But Nonethdess Individudized Supports

Though it is rady intended tha individudized supports be only patidly or
wholly reevant to the actud needs of a given person, it is quite possible that the supports
are badly conceived at the outset. There may be any number of contributors to such an
outcome, but they would dl likely derive from one of ten common and recurring “core”’
arors. These are the errors of,

o Not properly and deeply understanding the person being supported and
their actual needs

o Not caing to understand the person sufficiently to deeply and
correctly understand their needs

o Uncriticd reliance on, and faith in, habitua or overvdued ways of
supporting people i.e. “fixed” modes and practices, as wel as
panaceas

o Attempting to meet the needs of other parties or interests at the
expense of the person

o Utilization of incorrect assumptions or theories about what people
might actualy need, thereby leading to false steps

o Migudging the relative degree of fundamentdity of what needs are
most important or crucial, relative to other needs



o Paying attention to only some of the needs of the person

o Confuson of the reative priority of the needs and wants of the person
relative to some responsble standard of “best interests’

o Falure to give authoritative standing to the person and people close to
him or her who know the person wel and are authenticaly committed
to the person

o There ae inaufficient externd safeguards put in place that could
reliably discern crucid irrdevance and thereby chalenge the possibly
faulty desgn decisons

Thee erors are usudly undertaken by wel motivated and generdly honorable
people, so even good people with very good intentions can be present in Stuations which
end up producing supports that prove to be irrdevant and even tarmful to a person. For
this reason it is best that people look beyond the people involved in designing supports to
the actual support decisons and the inherent merit of these.

It is dso vey important to consder the prospect tha cdling something
“individudized’, “person centered” or whatever other term is used to denote its gpparent
vaue to the intended person, does not a al mean that it is, just that someone believes it
to be s0. Consequently, it is useful to consider that such undesirable outcomes as neglect,
harm, indifference, and even degradation can be and are routindy “individudized” as is
the damage done by them to the affected person. Ironicaly, many such harmed persons
usudly have in place a bureaucrdicdly sanctioned persondized plan that adamantly
asserts that the person’ s unique needs will be paramount.

Otherwise Vdid Supports Are Not implemented Properly

It would not be dl that unusud for people to “drop the bdl” when it comes to
implementation. This can come about whenever there are multiple people involved who
do not share the same understanding of the person and what needs to be done. It can
come about amply due to flawved communication and the intervening effects of the
svice sysdem itsdf. Thus it is vey usful to dat from the premise that dl
implementation of supports, even those of an informa naure, are vulnerable to error,
breskdown and even perversity. As a consequence, the agile and perceptive organizer of
supports would hold to a set of disciplines that enabled implementation errors to be
discovered and corrected as early as is possible. Even better, errors are foreseen and
preventively dedt with before they have any effect.

It is useful to examine implementation from the vantage point of the various
agpects of putting things in place that “must” occur properly. If these “mudts’ ae
undertaken well then much of what is important has been addressed. Therefore it is useful
for people interested in the “doing” to keep the following points in mind as they Sruggle



with ther responghilities. The ones that follow, while not exhaudive, cover much of
wha commonly can get poorly addressed in the implementation of individudized

supports.

O

A “right redionship” or ethicd patnership is esablished and
mantained with person to be served and their dlies and supporters

There is clarity @out who is responsble for doing what, and the
responsible person accepts their duties or roles

The “right” people are sdlected for the task

There is a cgpacity in place to eadly change the support
arrangements as might be needed

The attitudes and vaues that are crucid to the day to day decisons
are condantly scrutinized for their quality

There is cdear deggnation of ovedl qudity leadership
respongbility even if thisis shared in some collective way

There is subgstantia atention paid to the persons wel-being and
circumstances a dl times i.e. they do not get “lost” or forgotten in
the process

The interess, motives, behaviors and thinking of al the “vested
interests’ involved are condantly evauated in terms of ther effect
on the person’ s well-being

There is a druggle to ensure that an overdl “coherency” and
badance of conddeations of the diffeeent aspects of
implementation occurs reléive to the person

There is adegquate attention given to the renewd of the supports
dtuation, such that the person does not settle into a custodid
routine and existence

The task of “waking the wak” is 0 easy to underestimate in terms of the many
difficulies involved. It is likdy that even the very best practitioners are congantly
enmeshed in dilemmas and limitations that greetly drain their ability to get things right.
In fact, it is suredy one sign of probable impending poor judgment and incompetence
when key people become too complacent. The very best tend to have a more humble
view of their abilities to keep things in good order, as they are awvare of and respectful of
the endless fragility of whet is, after dl, human service.



Perhaps a key source of eventud problems with implementation sems from the
falure to properly appreciate how very had it is to redly understand someone and to
support them optimaly. Given tha many people may not redly be sure about what or
who they are, it should not come as a surprise that others might well miss crucid things.
On the other hand, it is dso important to recognize that much can be done that is highly
useful if the effort is caried through over time. Time offers the great advantages of
people being able to get b know people and achieving the trust that comes with passing
the tests that lead to “peace of mind”.

The Redities Of Persond and Community Life Even When Being Supported Wl In
Individuaized Arrangements

Life goes on, even when much of wha a person needs is on hand. Persons who
ae lagdy saidfied with the supports they are getting may 4ill, nonethdess, struggle
with the many aspects of life that others dso have to contend with. This would normaly
indude living on a budge, wanting, meking and keeping rdaionships, finding and
sugtaining one's interests, facing hardships and losses, making mistakes, bearing up with
responshilities, facing difficult choices, making sense of one's life, getting one's life in
balance and so on. These are norma, and often tedious, aspects of persond life that are
mixed in with the many joys and pleasures of life.

Persons who live with a disability share these aspects of life, as well as the further
task of having to face whatever may come with the absence, qudity or managesbility of
the supports they receive. Additiondly, they may do this in the context of a community
that may misundersand or even fear them, rgect involvement with them, look down
upon them and so on. None of these difficulties are entirdly avoided, even when one
receives reasonably sensble and ample individua supports. Neverthdess, they are to a
ggnificant degree less burdensome, if one has the security and satisfaction of getting the
assistance and support one might need in a suitable way.

It is dso true that individudized supports may actudly create some problems for
the person that might not have occurred quite in the same way in more conventiond
services. Thismight include any of the following, (as well as many others);

o Onerous and ovewhedming responshiliies for managing ther own
supports

o Extreme persond socid isolation even though one is in a “place of on€'s
wvn”

o Difficultiesin finding and evolving on€ s identity
o Vulnerahility to predatory interestsin the community

o Chancesof being “logt Sight of” because one' slifeisnow “out of sght”
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o High discontinuity due to the unrdieved rotation of casud and itinerant
Saff

o Insecurity relaive to the uncertain dependability and qudity of service
agencies, bureaucracies, professonals and managers

o Expanded freedom and choice without much support in managing it
Find Remarks

Yes, even with the preceding concerns, it is dill desrable to have flexible
personalized supports available for people. Nevertheess, these ae, a best, just an aspect
of what conditutes getting and keeping a good life for onesdf, even if they are important.
For this reason it is best to undertake the provison of personadized support arrangements
with the same wariness that many now fed towards “conventiona” services. The dtate of
the at may be changing, but much of life will remain as it has dways been, a chdlenge
no matter what.

What mugt not be lost Sght of is that it is not the individudised options that are
the source of quaity but rather the foundation of commitment to the person that must
animate them from the indde out. This is an ethicd commitment at its heart and arises
and expresses itsdf in a regard for the inherent vaue of the person and the need to do
whatever it nay take to uphold the potentia of that one life. People who are to undertake
individualised supports need to be cautious to place the emphasis where it is most needed.
It is not the individuaised arrangement that will predict good outcomes, but rather the
quality of the people involved in creating its essence.

Note: This paper is a dightly modified extract from a lengthy independent evauaion by
Dr. Kendrick of the entire Nova Scotia, Canada community based options residentia
sysem completed in ealy 2001, and can be obtaned in its entirety at
www.gov.ns.calcoms/kendrick.pdf




