9

Reflections on the innovation of care in psychiatry
Paul Schnabel

9.1

What is new in innovation?

The concept of innovation can semantically be located somewhere
between renovation and invention. Renovation or renewal is a major
overhaul, -usually long due, of what is still functioning but has lost much
of its original efficacy and primary appeal. Renovating is updating and

making up to date at the same time, whereas inventing is creating,
gradually or by chance, something genuinely new, something never thought
of or at least not easily conceivable for lack of the necessary resources or
components.
Innovation of care for people with long-term mental, illness is mostly

more than just renovation - in many instances there is not much left to
renovate - but seldom as much as an invention in the strict sense of the
word. With regard to the services provided to the chronic mentally ill,
innovation generally refers to systematic attempts to give new meaning to

traditional concepts of comprehensive care, to combine dispersed or
disregarded aspects of care in new arrangements and to strengthen the
relative position of these new arrangements in the overall care program-

me. Innovation involves rearranging, reshuffling, redistributing and
revaluating specific answers to specific needs by reordering the priority
list of needs. The philosophy behind all this is grounded in the hope that
what care givers consider now of fundamental importance in the care of
the chronic mentally ill matches the preferences of the patients themselves
and may enhance their wellbeing.
This book is about care innovation, about the efforts to develop new
programmes that will better meet the rehabilitation and resocialization
needs of the patients. It does not offer definite answers to old questions.
On the contrary, one is struck by the fact that the tentative answers given
raise so many new questions However,` it has also become remarkably
clear that the number of new projects and programmes is still growing.
There is no doubt that the chronic mentally ill are finally receiving the
attention that they, in view of their sad fate, should have received so much

earlier. Innovating care for people with long-term mental illness is a
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difficult as well as a complex task. Progress is slow, as these patients do
not change easily, and instant success cannot be expected. Working for and
with the chronic mentally ill can at times be frustrating and time-consuming, and there is always the danger of burnout with a staff that is aiming
too high and needs quick results.
9.2

De-institutionalization and its aftermath

De-institutionalization has been going on for about 30 years. It started
early and quite abruptly in the United States when there was little aware-

ness of the need for continuity of care. Patients were not placed but
dropped in the community. In the seventies, we witnessed the development
of de-institutionalization policies in European countries, especially Italy
and the United Kingdom, but by then much more ideology was involved
(the 'antipsychiatry' movement), while at the same time efforts were made
to substitute community-based care for traditional hospital-based care. It
is only in the last 10 to 15 years that a growing number of pilot projects,
natural experiments and models have given de.-institutionalization efforts
a more empirically sound basis. It has been possible to identify new types

of care and new settings and the authors in this book, each from his or
her own point of view, give us an excellent overview of the impressive
developments in the delivery of care to the chronic mentally ill. The state

of, the art not only reflects a growing body of knowledge, but also
convincingly proves the necessity to adhere to a number of important
principles. These principles are operationalizations of the sometimes
lifelong needs of the patients that have to be addressed in every individual
project.
9.3

Homogeneity and heterogeneity

Those familiar with the description of the inmates of a mental institution

provided by Goffman in Asylum (1961), will no doubt remember the
homogeneity of the large patient population residing in the wards of the
huge remote state hospitals of those days. The individuality of the patient

as a person was systematically mortified - Goffman has described the

ritualized practices in detail - and as all patients were living under
practically identical and extremely restrictive circumstances, they tended
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to behave in an identical manner, nearly perfect in their adaptation to an
extremely inhuman environment.
What was recognized first was the inhumanity of their condition, not
the: depressing homogeneity of their behaviour. Lifting the restrictions
would lead to a change of lifestyle, so it was believed, and removing the
stigma attached to the hospitalized psychiatric patient would restore the
patient's individuality in a way that would enable him to live a normal life
again, at least his own life, outside the hospital within the community. This
optimism proved to be naive: de-institutionalization did not turn unhappy
masses of patients into happy individuals. What it made clear, however,

was that, disguised by an apparent homogeneity, there is actually a
surprisingly great reservoir of heterogeneity in the group of chronic mental

patients. They have little in common but the fact that they have been
diagnosed as severely mentally ill persons. This makes them vulnerable
in the community. It may even make them - usually temporarily - unfit for
living outside an institution. But although they are not able to meet society's demands in particular areas of social life, .this does not mean that they
have identical needs. On the contrary, patients' needs may vary greatly,

from patient to patient (interindividually) as well as over time (intraindividually). This problem has been the subject of two fairly recent dissertations (Wolf, 1990; Henkelman and De Ruiter,,1991. The concept of
homogeneity and heterogeneity was developed by Henkelman and De
Ruiter).
The logistics of a psychiatric hospital are greatly facilitated by and
therefore geared to the homogeneity of the persons to be served. De-institutionalization implies the development of a much more complex logistic
system: the delivery of services to individualized persons with heterogeneous needs in heterogeneous situations. It is more difficult to reach
them and to fulfil their needs. The problem is greatly intensified by the
fact that care delivery occurs on an individual basis: the patients are no
longer assembled in one place, waiting for the one service that is offered
to them. The switch from a homogeneous to a more heterogeneous view
of patients calls for differentiation, proliferation and specialization of services. As soon as the. continuity of patients, i.e., their being in one place
at any point in time, can no longer be guaranteed, it becomes extremely
difficult to maintain continuity of care. The dramaturgical ideal of unity
of time, place and action has not disappeared, but has become individualized: there are now as many plays and as many different stages as there
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are patients. Bachrach and Shepherd both focus their chapters on these
issues: Bachrach duly emphasizes the organizational principles underlying
continuity of care for patients. Shepherd directs our attention towards the
heterogeneity of the patient population and the problem of meeting their
needs.
9.4

Beyond symptomatology

In her presentation about psychosocial rehabilitation Farkas demonstrates
once more that the traditional focus on, psychiatric symptomatology is
much too narrow to do justice to the actual position of psychiatric patients
in society, let alone make an assessment of their rehabilitative abilities.

She makes a definite distinction between impairment (the mental
symptoms), dysfunction (inability to do a task), disability (inability to
perform a specific social role), and disadvantage (barriers to participation
in normal society)-.
She does not stress this point, but I believe that in the development of

services for the chronic mentally ill at first the connection between
impairment and disadvantage became the focus of interest and that only
gradually, as a corollary of many failed attempts to alleviate the psychiatric
patient stigma, this gave way to the idea that a better way of dealing with

a patient's social disadvantages is trying to do something about the
dysfunctions and the disabilities the patient is suffering from. Case
management, rehabilitation and enrichment are the keywords here, to cite

Farkas. In DSM III (R) terminology this means that to much attention
was given to disturbances on axis I, and less attention to axes II and III.
Not enough emphasis was placed on axes IV and V, although they are of
primary importance as regards the possibility that the patient may be able
to keep his place in, society or regain the position he lost during his illness.
9.5

Limited research and research limitations

The problem is, however, that compared to our present knowledge of the
different symptoms and syndromes and the strategies to deal with them,
the knowledge we have of mental patients' social functioning, and the ways
to improve it is still very limited. Many projects have been launched, but
only few have been the subject of a thorough scientific evaluation, and

even in the cases in which there is empirical evidence of a project's
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efficacy, the results are ambiguous while information about the long-term
effects is often missing. To give an example of the first phenomenon: we

still lack conclusive evidence of the theory that high EE (expressed
emotion) can be assessed independently of social or cultural context and
that the EE-level in itself is causal to or at least indicative of a, relapse
into a psychotic state(Asselbergs, 1986). The more research is done in this
area, the more confusing the picture seems to become. For an example
of inconclusive evidence with regard to long-term effects we may turn to
the famous Stein and Test (1980) community care project in Madison,
Wisconsin. As far as I know, this project is still waiting for a rigorous
scientific evaluation. For many years, publications regarding the Stein and

Test project have been highly repetitive, stressing the principles and
intentions of the project rather than providing evidence to support the
many claims made by this programme. ,
A scientific evaluation of the 14 care innovation projects that are now
carried out in The Netherlands would therefore still be of great impor-

tance. In chapter 2 Wolf, who is responsible for the monitoring and
reviewing of these projects, makes some very critical observations about
these projects, their philosophies and their development. It is far too early
to draw definite conclusions, but she, has made it quite clear that many
of these projects are bound to fall short of their goals. Many patients will

not be enrolled in the projects, too easily patients' responsibilities are
completely taken over by staff and in many instances it is highly unlikely
that patients will develop the abilities that will permit them to-become full
members of society again. Extremely pertinent is her question concerning
psychiatry's growing intrusion into the social domain: care innovation, care
management and continuity of care are in danger of suffocating the patient
in a mock -social world, virtually confining them to a highly controlled
social environment, which makes it very difficult for patients to find their
own way in society. Patients feel. kept on a leash of services that are not
available or not as easily accessible to them in normal society.
9.6

Project, programme, process, product: Some general issues

Before returning to the subject of the homogeneity or, heterogeneity of
patients and their needs, I will make a number of general observations.
Practically every author in this book, either explicitly or implicitly,
indicates that in future care innovation projects it will be necessary to be
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much more aware of the vicissitudes of the process of change itself. Care
innovation projects change life not only for patients, but also for care givers and their organizations. Especially institutions and professionals
involved in providing traditional types of care, ambulatory or .hospitalbased, will have great difficulty developing new attitudes towards patients,
establishing new working relationships and therapeutic alliances. In short,
they will have to make a lot of effort to learn to communicate in a new
fashion.
Wolf points this out quite explicitly, and it was only recently that Meillo
(1991) published an incisive study on the alarming continuity of'hospitalization' of hospital staff that is still occurring, even though they are now
working under completely different circumstances. Staff tend to maintain
their original working style and take over patients' responsibilities too
quickly. It has turned out to be very difficult for them to help patients take
responsibility for their own lives and acquire the skills to do this adequately. Innovative projects, we may infer from Meillo's study, will only succeed
if programme directors help staff to change first. They will have to develop
a different attitude towards their job as well as to their patients, and they
will have to learn new strategies to deal with the needs of these patients.

Their vocation will be to fulfil these needs, no longer by taking over
responsibilities, but by pointing out to patients how they can gradually
acquire the necessary skills to satisfy their needs themselves. Farkas rightly
emphasizes the notion that eventually patients should regain their freedom

to choose or to give preference to an alternative that is not the professional care giver's choice.
Somewhat less consideration, has been given to a second point: the
necessity to involve not only the patients themselves but also their relatives
and friends in the innovation projects. Of course, this will not always be
possible. Many patients have no social support left, no relatives at all or
no relatives that care for them, no colleagues, no friends, or just friendly

neighbours. In the course of their patient career they have lost whatever
bonds they had, or have alienated themselves from the persons near to
them by their own, sometimes obnoxious or intolerable behaviour.
It is very difficult for psychiatric patients to make friends, because most
of the time they are not such good friends themselves. However, in those
cases in which there are still relatives or friends left it is of paramount

importance to make them your. allies in the new project. Shepherd
underlines the notion of 'triangulation' and the necessity to create a
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'triadic' interaction between staff, users and carers. Involving (nonprofessional) carers is in the interest of both patients and staff, since the

patient's natural social. environment can offer the best guarantee of
continuity of care, coherence and comprehensiveness. Living alone and
being lonely is for most people a very difficult and depressing situation
and psychiatric patients in particular are not well-equipped to turn this
fate into a challenge.
This brings me to the third point I would like to make: the importance
of being earnest, by which I mean the importance of reflecting on the
contingencies of the social life of chronic mental patients. If the entire deinstitutionalization process and all attempts to bring patients back into
society eventually result in nothing else but just 'being there', the whole
effort will seem futile. Society is not a very interesting place to be if it
does not offer more than a small apartment to live in and just enough
money to keep yourself warm and alive.
People need other people and especially the sense of being needed by
other people, colleagues, friends, neighbours, relatives and partners, is
essential to their wellbeing. In a welfare state such as The Netherlands,
living in the community is for many patients practically equivalent to living

in isolation: socially they are mere numbers, beneficiaries of the social
security system. They do not participate in the community and in many
instances, little is done to help them integrate. Vocational rehabilitation,
clubhousing, daycare facilities, case management, and so on, all, are
necessary to help the patient find his way in society and become an integrated member. There can therefore be no de-institutionalization without
substitution of the many different functions traditionally fulfilled by the
psychiatric hospitals. These hospitals could of course restrict themselves
to a very low level of care provision - no one expected them to do a great
job - whereas the care innovation projects are under considerable pressure
to perform brilliantly.
This introduces my fourth point: the paradox of the project and program-

me system. During the nearly 200 years of their existence psychiatric
hospitals have not been able to reintegrate patients into society successfully. Until recently, this was never held against them, since hardly anyone

expected the hospitals to be concerned with rehabilitation and resocialization, and psychiatric patients were mainly seen as chronic cases. The
approximately 20 years of history care innovation projects, and programmes
can now look back upon have been years of hope as well as despair. Hope
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of finding acceptable solutions to the many problems of psychiatric
patients, despair as an understandable reaction to the unfortunate
combination of most projects' restricted time horizon and the extended
need for time to help patients reorganize their lives and find to themselves. To raise funds, most project developers have had to oversell their projects, reducing the time space needed and inflating the results to be expected. In doing so, they have raised high expectations, which inevitably have
been frustrated by disappointing results.
Let's face it: in view of the goals set, we still have a long way to go as
regards the development of new methods,. strategies and approaches to

make life more worthwhile for psychiatric patients. The one thing
experience has taught us so far is that from a social point of view mental
illness is a highly irritating type of condition. Many patients are difficult
to treat and resistant to change (Schnabel, 1992). What we need is a longterm perspective, modest goals and a lot of involvement. This is hard to
find, even harder to hold on to and extremely difficult to get funded.
9.7

Mental illness as a social fact: Its consequences

Whatever the cause of the major mental illnesses, they invariably and
predominantly become apparent as social facts, as infractions on the social
order, disruptions of the fabric of social norms and values. Mental illness

is equivalent to a repetition of failures in day to day, interactions, the
virtual impossibility for the patient of maintaining. an outward appearance
of normality. He is not deliberately or accidentally breaking the rules of
normal interaction, he is a victim of what is :happening to him. Goffman
(1971) aptly called the start of a psychiatric patient's career an 'insanity

of place'; the patient is no longer able to keep his place and sustain a
normal -social life.

Disturbances in the way people behave, feel, think or react alienate
them from their normal= social environment (partners, family, friends,
colleagues). Both parties feel misunderstood and frustrated. -In.those cases
in which there seems to be no way back and the interaction patterns seem

to be irreparably distorted, the alleged patient sometimes becomes
aggressive or withdrawn and afraid, while the social environment at first
becomes worried and gradually tends to ignore the patient or develop a
new way of dealing with him. The 'insanity of place' is then accepted as
a social fact, as a fault on the part of the patient. Family and friends only
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have to review their position vis-A-vis the patient. Essentially, they keep
their normal place in all other situations.
If the patient continues his disturbing behaviour and this behaviour is
not tolerable to the social environment, he will eventually become isolated

as most people will break off contact with him. A patient's spouse,
children or parents are usually the last ones to give up, but eventually they

may feel forced to have the patient admitted or let him turn into a bum
and roam the streets. There are of course alternatives to these extremes
and care innovation projects are venues for the institutionalization of wellprobed new arrangements. In many cases, however, alternatives to hospital

care or no care at all are not yet available.
9.8

Going back in time

We may consider the new care modalities from a different and more
historical or anthropological point of view. Every society has developed
its own solution to the -problem of the residual rulebreaker, who is not
mentally handicapped, not a criminal, a drunkard or an actor. The most
simple solution is of course making a fool of the 'patient', not treating him
as a ,responsible and respectable adult, but as a creature of a lesser order,
somewhere between child, idiot and animal. He is no longer regarded as
a person who has the same rights and should get the same opportunities
in social life as any other human being. He is in fact denied access to the

normal adult world, although he is still part of it. This is the position
chronic psychiatric patients still have in communities like Gheel or Ainay-

le-Chateau: these patients reside in the community but are not allowed
to claim a position in the community, to be members of a social club or
to have sexual relations. They are tolerated, but not much more than that.
They are not taken seriously.
A more complex situation grew out of the incarceration of severely
behaviourally disturbed patients in the cities of the 17th and the 18th
century. The 19th century witnessed the development of the asylums, the
huge psychiatric hospitals outside the cities: a world in itself for patients
only. Typical of this world behind high walls was the systematic mortification of the individual, the complete loss of personal identity and individuality. Patients became part of a homogeneous group of practically nameless
persons with virtually no connections with the normal adult world.
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The logistics of the traditional psychiatric hospital as a large-scale
operation may be very complex in itself, but the contingencies of that
complexity are greatly and effectively reduced by the systematic negation
of the heterogeneity of the patient population. The order is a military one
and the hospital is a total as well as a 'greedy' kind of institution: it takes
care of all the needs of the inmates, but in a highly ritualized and uniform
way that leaves no room for the patients' individuality. Psychiatric hospitals
typically are machine bureaucracies, geared to an unshakeable routine. To
give an example, every hospital can offer a hot meal to 500 patients every
day at the same time. and, at the same cost. Hardly any hospital, however,
can provide 5 patients with the necessary utensils to cook their own meal.
Doing less and at the same time accepting more diversity puts traditional
hospitals under great stress.
9.9

Making the impossible possible

Since the more or less universal acceptance of de-institutionalization as
a major goal of psychiatry reform, we have been attempting the impossible
by trying to combine the views I have been describing. We try to keep the
psychiatric patient in the community or reintegrate him into society as
soon as possible, as was done in medieval and early modern times. At the
same time, however, we want to accept - and this is the 19th century view -

the patient's dysfunctions, disabilities and handicaps and treat them as
mutual responsibility problems. On top of that we feel compelled - and
this is where the twentieth century comes in - to respond to the patient
as if he were a normal citizen with all the rights an adult normally has.
We know that his behaviour and thinking is more or less deviant, but we
prefer to pretend that this is not the case, at least not to such an extent
that it would justify a different approach.
These three options are extremely difficult to combine, and in fact only
possible in highly developed and complex societies with sufficient financial

resources (this type of de-institutionalization is rather expensive) and a
strict separation between public and private life. It is relatively easy to

accept patients as so-called full members of society, as long as it is
possible to reserve time and space where there is no need to communicate
with people who are disturbed and disturbing in their behaviour. In our
affluent society, however, we feel that it is our duty to invest in people
who have gone socially bankrupt. We do this by offering them the tools
140

they need to participate in society in a way that corresponds most to their
individual: needs and capacities. I am not saying that it actually always
happens this way, but it is the ideological basis of the policy of de-institutionalization and community support.
The recognition of the heterogeneity of the psychiatric patient population is a very difficult issue in any mental health policy. It implies assessing
the capacities and deficiencies of each individual patient over time, as his
service demands may change over time. In the field of case management
this involves access to and control over virtually the entire social domain,
i.e. all the areas of normal adult life: housing, housekeeping, working,
dating, entertaining, studying, grooming, travelling; bookkeeping, and so
on. The danger is of course that this will lead to 'psychiatrization' of the
social domain itself, but even more to almost total 'patronization' of each

individual patient. In other words, to a life even more controlled than
would be possible in any institution. The danger of circularity is quite
apparent because on the face of it, it usually seems to be in the interest
of the patient to gain access to all kinds of services and facilities by virtue
of his being a psychiatric patient. A decent place to live, for instance, is
difficult to acquire for a psychiatric patient, but it is even more difficult

for a poor fellow who once was a psychiatric patient. The psychiatric
condition itself is what makes some people eligible for special services.
Sometimes it is the only thing that makes them exceptional.
9.10

The three 'Cs of quality

Continuity of care, Coherence in care programmes and Comprehensiveness
of care are all in the most simple and convenient manner provided for by
the traditional psychiatric hospital. The hospital's organization is geared
to it. Yet, it is quite clear that traditional psychiatric hospital care can only
cynically be regarded as the epitome of continuity or comprehensiveness.
In its services, the traditional psychiatric hospital fundamentally lacks the
quality, resources and patient-directedness that precede the implementation of the three 'C's' of modern psychiatric care. This does not imply that

simply residing in the community will be enough to guarantee that the
patient will receive quality care. On the contrary, it is highly probable that

in a community setting it will be even more difficult to provide high
quality services in accordance with the standards set by the three 'C's'. It
might be easier to do so in a hospital setting, were it not that we consider
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living in the community in itself a prerequisite for quality service delivery
to psychiatric patients. This is as much a moral or: ideological, approach
as it is an empirical fact. r yr
. ;"' My reflections on the presentations in this book are intended-not only

to substantiate the general feeling that it is difficult to innovate care in
psychiatry, but, also to make. clear why . it, is so difficult.,' Essentially,
psychiatric rehabilitation and innovation are concerned with the reintegration of people into society, people we lost, people who got lost or people
who left us. Society has an obligation. to- them., The problem is °however,
that society still does not have to feel =obliged to live up to the expecta...
tions raised by this obligation=
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