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OUTCOME INDICATCRS IN THE CARE FOR PEOPLE
WITH A MENTAL HANDICAP

‘ C.G.C. Janssén and G. J. Vreeke

Introduction

Quality control plays an important
role in the care for people with a mental
handicap. In the Netherlands, for in-
stance, the National Inspectorate is re-
sponsible for monitoring care and
investigating complaints. When errors,
accidents or near-accidents are reported,
national committees make recommen-
dations on how to prevent a recurrence
in the future. In addition, affikated insti-
tutions occasionally organize evalua-
tions by colleagues in other institutions.
Moreover, umbrella organizations have
draWn upa number of quality criteria to
stitutions for the menta]ly hand1capped
Care institutions are also subject to con-
trol from the government and health in-
surance companies, exercised by means
of certification, visitations, and so forth.

In the future, every institution in the
Netherlands must have its own system
of internal quality control and control

'Dr C.G.C. Janssen.

from the government and health insur-
ance companies will primarily take the
form of supervision of the quality con- -
trol systems itself (‘supervising supervi-
sion’). The need for meticulous and

~ systematic monitoring by external insti-

tutions is expected to diminish. In short,
providing quality care requires self-
regulation.

In this process of quality control
valid and reliable measuring instru-
ments are indispensable. These instru-
ments should provide a solid
foundation for quality control and en-
sure that quality can be evaluated. Com-
parisons of similar institutions or
evaluations made at several points in
time within a single institution are only
possible if adequate measuring instru-
ments can be used. Having realised the
absolute necessity of adequate measur-
ing instruments, the Dutch Association
for Scientific Research (NWO) promoted
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two studies surveying the effectiveness
of these instruments:

A survey of measuring instruments
for the quality of the processes in the
care for the mentally handlcapped
(Staring et al., 1993)

A survey of measuring instruments
for the quality of the outcome of care
for the mentally handicapped
(Vreeke et al., 1993).

This article describes the findings of
this second study: a survey and an as-
sessment of the instruments for measur-
ing outcome of care.

We believe that measuring instru-
ments can be used fruitfully in quality
contral if at least the following criteria
are met:

The instruments assess outcome of
care only or at least discriminate be-
tween outcome influenced by care
and outcome influenced by other
events in life.

The instruments provide a standard
discriminating adequate care from
inadequate care.

The instruments are valid and reli-
able.

Survey of instruments
measuring the outcome of
care

The outcome of care is the (intended
or unintended) result of the care
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process. The results, the outcome,
sought in care provision for the men-
tally handicapped vary. In our view,
these results can be divided into four
general categories (Vreeke et al., 1993):

1. achieving a certain level of guality of
life for people with a mental handi-
cap;

2. improving (or at least preventing the

decline of) the practical and social

functioning of mentally handicapped
persons;

ensuring social integration and

. ensuring that the clients (and their

parents) are satisfied with the care
provided.

o

1. Qually of fife

The quality of life has increasingly
come to be regarded as an important
outcome of the care provided. It is
sometimes thought that this concept will
replace the concept of normalisation
(Landesman, 1986; Schalock and Begab,
1990). The quality of life is considered to
be the proper standard by which to
assess the quality of care since care -
especially when provided around the
clock - is the factor determining the
quality of life for many mentally handi-
capped people. The quality of life is a
kind of umbrella concept which may
cover all the major aspects of the lives of
the mentally handicapped: friendships,
health, relationships with the staff,
freedoms, work, recreation etc.

The ‘quality of life’ concept is based
on some common principles (Schalock
and Begab, 1990}



First, the quality of life is considered
to be the same for the mentally
handicapped as well as the non-handi-
capped. They have the same basic needs
and want to have the same responsibili-
ties.

Second, the quality of life is basically
socially determined, by both the nature
and extent of interaction with other peo-
ple. Thus, relationships with significant
others should play an important role in
defining the quality of life.

Third, the quality of life may be con-
sidered to be the result/outcome of the
extent to which basic needs are fulfiiled
in the lives of the mentally handi-
capped.

Fourth, in the final analysis the qual-
ity of life is a matter of individual per-
ception and evaluation. Clients should
define quality of life for themselves.

We believe that in the Netherlands,
as well as in other European countries,
the concept of the quality of life plays
only a minor role in quality control.
Nevertheless, it is worth noting that the
increasing attention for quality control
has prompted more explicit attention for
the aspects of care affecting the quality
of life. This trend is reflected in the in-
creasing focus on the clients’ satisfac-
tion, the efforts to include a sense of
‘togetherness’ as a criterion in assessing
the quality of care provision and the
greater emphasis on the importance of
small group homes and of social net-
works for the mentally handicapped.

One of the focal problems in study-
ing the quality of life is how to define it.
To date, professionals in the care sector
for the mentally handicapped have been

unable to agree on a definition
(Landesman, 1986; Dossa, 1989; Sinnott-
Oswald ¢t al., 1991). There are three
approaches towards defining the quality
of life (Dossa, 1989; Schalock et al., 1989;
Parmenter, 1992):

a. the social indicator approach (the so-
called ‘objective’ approach).

b. the psychological indicator approach
(the ‘subjective’ approach) and

c¢. the combined approach.

The social indicator approach con-
sists of assessing the quality of life based
on the adequacy of the individual’s in-
come, housing, recreational opportuni-
ties ete. The individual's own perception
of these factors does not play a signifi-
cant role. The quality of life is essentially
determined from the outside (i.e. ‘objec-
tively’). The psychological (i.e. ‘subjec-
tively”) indicator approach does take the
individual’s view of the quality of life
into account. The individual’s sense of
satisfaction, happiness and well-being in
his/her work, friendships, relationship
and leisure activities, for example, are
central issues. The combined approach
derives from the idea that the quality of
life is determined both by objective and
subjective factors.

Related to these issues is the determi-
nation of the dimensions which can be
ascribed to the quality of life. Although
there is no consensus on this point,
health, satisfaction, social relationships,
friendships, involvement in and access
to public life (integration) and leisure
are the dimensions most commonly
mentioned.
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Many authors regard the magnitude
and complexity of this concept as posi-
tive rather than negative. They feel that
complex systems of the care provision
require complex assessments (Schalock
et al., 1989). Furthermore; it has been es-
tablished that the concept of ‘the quality
of life” offers a framework for an ad-
equate understanding of human acts.
The concept is suited to a democratic
outlook on life, and consequently lends
itself to an ideology and language that
acknowledge and recognize the rights
of, and opportunities for, the mentally
handicapped (Goode, 1990}. Opponents,
however, consider the concept as too
vague and too open for assessing the
quality of care provision (Baroff, 1986).
These opponents also point out that the

quality of life is used as a criterion in’

determining the appropriateness of
medical treatment (Luckasson, 1990).

" Although instruments for measuring
the quality of life have only been re-
cently developed, the field is rapidly
growing. A number of authors have de-
veloped theoretical models which con-
nect the various aspects of, and factors
determining the quality of life (Brown et
al., 1989; Schalock ef al,, 1989; Goode,
1990; Parmenter, 1992). Assessment in-
struments have been developed, based
on these models. Goode’s theoretical
model also provides guidelines for dis-
cussions between care providers, par-
ents and mentally handicapped people
on the quality of life, and can be used
primarily for detecting problem areas in
care provision (Myhrman and Ohman,
1989). Others have developed instru-
ments that evaluate the mentally handi-
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capped people’s quality of life without
explicitly using a theoretical model
(Cragg and Harrison, 1986). In their ef-
forts to measure the quality of life, other
researchers have made eclectic use of ex-
isting questionnaires and scales which
were not initially developed for this
purpose {such as scales for adaptation
and questionnaires on integration).

It should be pointed out that the in-
struments developed cannot simply be
used as a means of controlling quality
for several reasons:

a. In most cases the instruments lack a
standard on which to base conclu-
sions about the quality of the care
provision. Two of the instruments
developed show promise. These in-
struments, at least, have some kind
of standard: Schalock et al., (1989)
connect their instrument to an index,
which can be used to indicate how
high the mentally handicapped indi-
vidual’s quality of life is. However,
the authors do not indicate the point
at which the value is no longer ac-
ceptable. The instrument developed
by Schalock et 4l. is best-known and
most frequently used and it is adapt-
able to many situations in care provi-
sion. Three components evaluate the
quality of life: the extent of the indi-
vidual’s control of his/her environ-
ment; the individual’s use of public
facilities; and the quality of his/her
social relationships. Either the indi-
viduals. themselves or two people
very close to them answer the ques-
tions. Each aspect is covered by a

- number of questions.



Another frequently used instrument
is that of Cragg and Harrison (1986).
This instrument is designed to deter-
mine the quality of life for mentally
handicapped people living in a
group home. Consequently, the in-
strument is not as broadly applicable
as that of Schalock et al. The instru-
ment consists of 70 items relating to
the physical surroundings, integra-
tion, the staff’s behaviour, decision-
making, leisure, supervision and
training. The instrument should be
supported by observations and dis-
cussions with staff and the mentally
handicapped. Although, from an
evaluative point of view, this instru-
ment is considered to be less sound
than Schalock’s, its standards were
established in an interesting way.
The authors postulate that the qual-
ity of the care provision is acceptable
if the residents of a group home en-
- joy a quality of life that would be ac-
ceptable to most people in society.
The standards for Cragg and
Harrison’s -instrument have . thus
been based on a standard for quality
of life that would also be acceptable
to non-handicapped people. Accord-
ing to Cragg and Harrison, the qual-
ity of care for the mentally
handicapped requires improvement
when the values measured for the
quality of life drop below that level.
. The quality of life may indicate the
quality of care. However, the quality
‘of care does not influence all aspects
of the quality of life. Existing instru-
ments fail to make a clear distinction
between the aspects of the quality of
life that can or cannot be influenced

by the quality of care. The serious-
ness of the disability in particular
correlates with the score on the in-
strument of Schalock ef al.: people
with serious mental handicaps gener-
ally score lower than those with

- milder handicaps. This would imply
that the instruments require further
refinement if they are to be consid-
ered valid and reliable indicators of
the quality of care. It is worth noting;
that instruments measuring the proc-
ess of care will be needed in addi-
tion.

c. As far as we know, no instrument for -

measuring the quality of life for the
mentally handicapped has been de-
veloped, adapted or established spe-
cifically for the Dutch/European
situation. :

d. Existing instruments, most of which
are American, have rarely, if ever,

. been applied on behalf of people

with serious mental handicaps. In-
deed, these instruments are probably
not suitable for them. Existing theo-
retical models could well he useful in
developing instruments to evaluate
the quality of life for this group.

e. Generally speaking, little is known
about the validity and reliability of
the existing instruments.

In short, instruments are usually in-
troduced as a way of measuring quality
without being geared or being examined
as such. Standards are lacking and usu-
ally no distinction is made between
those aspects of quality of life which are
influenced by care and those which are -
not. ) ‘
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2. Functioning

Aiming at improving the functioning
of mentally handicapped people or - in
many cases - fighting a decline, plays an
important role in care provision.
Various terms are used in the literature
to characterise mentally handicapped
people’s functioning: coping, adapta-
tion, adjustment etc. Many instruments
for measuring the functioning of men-
tally handicapped people have been de-
veloped.

These instruments, however, do not
all cover the same areas and they largely
differ in scope and detail, because the
number of aspects regarding the func-
tioning of the mentally handicapped is
in fact endless (Raynes, 1987). These as-
pects range from grasping a peicil to
independently ranning a household.

Because every country developed
their own instruments with specific
norms, we will not mention all the
Dutch instruments found.

Until recently, there was a lack of in-
struments fo evaluate the functioning of
very young children and people with a
serious and profound mental handicap,
a gap that has been filled to some extent
over the past few years.

Although increasingly more atten-
tion is paid to older mentally handi-
capped people (their problems in aging,
depression and dementia) we found a
lack of instruments measuring their spe-
cific functioning. Instruments are lacking
especially in home care and early inter-
vention. This type of care is not only
provided for the mentally handicapped,
parents or care providers too are offered
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help. As far as the parents/care provid-
ers are concerned, the objective of the
provision of this type of care is twofold:
on the one hand it relieves (or it re-
duces) stress and on the other it at-
tempts to enlarge the parent’s capability
to handle their child’s problematic
behaviour or to stimulate their develop-
ment (Van Berkum, 1992). Depending
on the specific type of home care, the ef-
fects of this care will become apparent in
a better functioning of the parents/care
providers and/or in a better functioning
of the child. For this type of care hardly
any instrurments have been developed
which have the potential to measure
these effects, however. In spite of the re-
cent initiatives, home care is still an area
with many voids as to appropriate
measuring instruments.

It seems evident, that the many exist-
ing instruments measuring functioning
of the mentally retarded are not always
directly suitable for a system of quality
control. The extent to which a mentally
handicapped person is able to show his/
her wants, shows interfering behaviour,
adjusts, develops etc. can all be deter-
mined by means of these instruments,
but this does not give us much direct in-
formation on the quality of care. Using
these instruments to monitor quality,
therefore, requires a special use. Based
on these instruments objectives for in-
tervention or training can be set or for-
mulated ( a particular level of coping,
for instance); subsequently, a special
programume or care plan is linked to this
(ways to realise the intended level of
coping). Thus, the instrument can func-
tion as a way to evaluate the outcome of



the programme/treatment. The results
achieved show whether the intended
objectives have been realised. The well-
known Portage programme, for exam-
ple, has adopted this procedure.
Consequently, the instruments measur-
ing functioning can in this way help
to gain a better understanding of the
quality of individual programmes
(Gunzburg, 1992}, but they have not
been adjusted to structural and practical
procedures of quality control. Because
effective training programmes improv-
ing functioning in some situations can
affect the quality of life (e.g. electro-
aversive-therapy in reducing self injuri-
ous behaviour), measurements of
functioning can possibly better be inte-
grated in procedures for assessment of
quality of life. In short: In this area there
are many measuring instruments but
there is little understanding of the way
in which these instruments may be of
any help in a structural control-system
of the quality of care.

3. Integration

The importance of integration as an
objective of the various types of care
provision for mentally handicapped
people is increasing. Many institutions
explicitly label the stimulation of inte-
gration as one of their top priorities. In-
tegration can roughly be defined as the
extent to which a mentally handicapped
person is able to cope in society. Some-
times a distinction between three forms
of integration is made:

a. physical integration (inentally handi-
capped people live among non men-
tally handicapped people)

b. functional integration (mentally
handicapped people use the same
social services as non mentally
handicapped people) and

c. social integration (mentally handi-
capped people relate to non mentally
handicapped people).

The physical and functional integration
can be taken as a conditio sine-qua-non
for social integration.

The aspects of integration most often -
looked at are housing, recreation, educa-
tion and work. Various instruments con-
sider items relating to integration, such
as do most of the instruments measur-
ing quality of life (Schalock et al., 1989).
Sometimes (social} integration is a sepa-
rate category in the instruments measur-
ing satisfaction (Sands et al, 1991).
However, there are also instruments
which focus on integration in particular
(Malin, 1983; Flynn and Saleem; 1986;
fahoda et a4l, 1990; Weidner and
Schneider, 1994). These instruments
were developed to determine the extent
to which a specific group of people is
integrated. Bersani and Salon (1988)
have developed an instrument which
focuses on semi-independently living
mentally handicapped people in particu-
lar. This instrument requires filling in of
a questionnaire by a good friend of the
mentally handicapped person in order
to see how that person’s social integra-
tion is developing, if developing at all.

Most existing instruments do have
many shortcomings:
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* the questionnaires often are exten-

sive and have open ended questions.
usually most of the instruments are
used only once. [The ICI, the Index of
Community Involvement (Raynes et al.,
- 1979), is an instrument which is used
in various studies.]
the instruments focus on integration
in particular and the sub-scales of the
other instruments do not have a
standard. Thus, they have not been
made fit to serve the purpose of
quality control.

These shortcomings are the reasons for
many of the voids in this field of study.
We found the same problems men-
tioned for instruments measuring qual-

ity of life and functioning.

4. Satisfaction

The clients’ satisfaction regarding
care provision is an increasingly impor-
tant outcome in this sector (Van
Campen et al., (1990). The clients’ satis-
faction will have to play an important
role in the development of systems of
quality control. Usually in most ques-
tionnaires about care and interventions
the questions are about overall satisfac-
tion, and sometimes there is an addi-
tional question as to a person’s
willingness to recommend the same
kind of care to other people or to recom-
mend returning to the institution in case
the situation would deteriorate. Occa-
sionally, there is a specific measuring
instrument which assesses the level of
satisfaction of a number of aspects of the
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care provided for that person.
However, measuring satisfaction is
quite complicated for several reasons:

a. When clients are asked about their
degree of satisfaction with the
provision of care they often give an-
swers which do not fit their true per-
ception. Their assessments of the
degree of satisfaction might well be
influenced by response sets, such as
the social desirability of the answers,
gratitude, the Hawthorn effect, sec-
ondary benefits from illness, inclin-
ing to consent, the halo effect, etc.

b. The connection between the satisfac-

tion with care and the actual effect of
care provision appear not always to
be linear (Van Campen et al., 1990).
Chents often are sahished with the
care provided, even if it helped them
very little to attain a reasonable qual-
ity of life (Kozleski and Sands, 1992).

c. The care provided for mentally

handicapped people is often perma-
nent and around the clock. So, it is
difficult for the mentally handi-
capped clients to distinguish be-
tween this permanent care and other
non-care related events in their lives
in the assessment of satisfaction. If a
mentally handicapped person’s satis-
faction with care provision in general
is desired, a ‘quality of life’ instru-
ment would be more preferable
(Lemmens and Donker, 1990).

d. Regarding the provision of care, cli-
ents are often rather led by their per-
sonal feelings towards care, by their
relationship with those providing
care than by its quality and effects.



Based on these points, Lemmens and
Donker (1990) and Van Campen ef al.,
(1990) state that instruments for the
measurement of the degree of satisfac-
tion should comply with the following
requirements:

* If possible, clients should be involved
in listing all the relevant items and
the relevant aspects of care for im-
proving the validity of an instru-
ment. Measuring (the degree of)
satisfaction by means of superficial
questions only would not be valid
due to a “is everybody happy effect’.
By asking specifically about the satis-
faction with the many aspects of care
which are relevant to the clients,
there should be hardly any influence
of the above-mentioned distorting
response sets, such as the incliniation
to consent, gratitude, etc., which will
ultimately lead to a greater variance
in response.

More neutral terms such as ‘good
care’ and “poor care’ should be used
rather than ‘satisfaction” and ‘dissat-
isfaction’. This will increase the vari-
ance in response and will rule out
some response sets. That is why the
use of Likert scales and z-scores is
recommended. ‘Ceiling effects’ (i.e.
too many satisfied people) and ‘bot-
tom effect’ should also be avoided.
Items should preferably be formu-
lated in the first person rather than
the third person.

An instrument which has yet to be
developed should actually formulate
a ‘central core’ of items in addition to
field specific items. By doing so, a

cumulation of knowledge can be ac-
complished.

Some authors, however, feel that dis-
satisfaction as to quality control should
play a more important role (Crocker,
1989; Vuori, 1991), because if clients are
dissatisfied, care failed.

Seltzer (1981), Heal and Chadsey-
Rusch (1985), Burchard et al., {1990);
Sands ef al., {1991), Kozleski and Sands
(1992) have developed instruments,
parts of which can be useful measuring
satisfaction with care. The so-called Con-
sumer Satisfaction Survey (CSS, Sands ef -
al., 1991) is the most reliable and valid
instrument. The CSS is not restricted to a
specific character of care, but rather the
entire package of care which is used by
mentally handicapped people in the
state of Colorado (USA) in the fields of
education, housing, employment, health
care, transportation, counselling etc.
However, this instrument is not a spe-
cific quality control instrument either,
for standards are lacking. Kars and
Janssen (1994) have developed a ques-
tionnaire for assessing the satisfaction of
parents, which can be used in the insti-
tutions’ care. They have also considered
the aspects most often criticized in the
instruments measuring satisfaction. In
their instrument a true standard is also
lacking. Van Campen et al., (1990) feel
that three instruments certainly are
worth examining with respect to assess-
ing satisfaction in the general health
care: The Patient Judgement System
(PJS, Nelson, 1989}, The Patient Judge-
ment of Hospital Quality (PTHQ,
Meterko, 1990) and the Questionnaire
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for Quality Assessment by Clients
(QQA, Kooi and Donker, 1991).

It may be stated that instruments
measuring the degree of satisfaction lack
standards in particular. These instru-
ments do not sharply indicate when the
quality of care is inadequate. Further-
more, the instruments usually are too
superficial and they have been devel-
oped for residential care only. Actually,
there are no detailed satisfaction instru-
ments for semi-residential and ambulant
care that have been validated and found
reliable.

Conclusions and
recommendations

A great deal of research is carried
out on measuring the outcome of the
care provision for mentally handicapped
people; the outcome can be measured
by various instruments. However, this
does not necessarily mean that real out-
come indicators have actually been de-
veloped. It is often quite the opposite,
because an outcome indicator requires
standards. The importance of the devel-
opment of standards should be empha-
sised in future studies. Consequently,
institutions and care providers or other
people who want to assess the quality of
care will have to determine the mini-
mum requirements for care; these mini-
mum requirements can then be used to
formulate standards. Developing appro-
priate standards for quality also re-
quires a cooperation of all people
involved in the provision of care, such
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as care providers, clients and their par-
ents, the government, the health insur-
ance companies and researchers.

It is also important that future re-
searchers either develop instruments or
at least modify the existing instruments,
so that they can clearly indicate if and
how the measurements can be ascribed
to care only or to other factors as well.
This clear indication certainly is needed,
for the current instruments often lack
this clarity. In quality control instru-
ments measuring outcome of care
should be used in addition to instru-
ments measuring the process of provid-
ing care.

Summary

The outcome of care provided to the
mentally handicapped can be divided

mto:

1. offering a certain quality of life;

2. stimulating a certain development of
social and practical functioning;

3. realising a certain degree of integra-
tion of mentally handicapped people;
and

4. realising a certain extent of satisfac-
tion for clients’ {mentally handi-
capped people and their parents).

The literature has been reviewed and it
has been elucidated which measuring
instruments or indicators have been de-
veloped in this field.

Generally, many instruments seemed
to have the potential to measure the out-
come of care, but current instruments



are hardly ever capable of providing a
standard by which the care provided
can be assessed. Most instruments are
not capable of indicating either to what
extent the measuring result is an imme-
diate result of the care provided. Many
instruments studying results do not
check the other influencing aspects.
However, there are various instruments
measuring outcome of the care pro-
vided to the mentally handicapped
which are essential for future studies.
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