
Newsletter of 
the Network 
on Ethics and 
Intellectual 
Disability

Vol. 4, N o.1 
Winter 1999

Supported 
Employment for 

People with a Mental 
Handicap

Guy Widdershoven and Carlo Sohl

I n  the Netherlands, care for 
people with a mental 
handicap is changing rapidly.
The emphasis used to be upon 

segregation and protection; now it is on 
integration and autonomy. Government 
policy emphasizes normalization and 
individualization. The central idea is 
that people with a mental handicap 
should have the same rights and 
opportunities as any other person. One 
area in which these changes are evident 
is the working place. Traditionally 
people with a mental handicap were put 
together in so-called "social working 
places." Now they get jobs in normal 
working-places. This is called 
“Supported Employment,” a policy 
which has been developed in the US.

In a qualitative study, we 
interviewed six persons with a mental 
handicap who were taking part in a pro
ject o f Supported Employment. We 
also interviewed other people 
concerned: job-coaches, supervisors at 
work, and family. We will present one 
case, Ben, a man of 37, who has been 
working in a supermarket for the last

(Continued on page 2)

U.S. Government 
Action on Research 
Involving Persons 

with Mental 
Retardation

A U.S. governm ent 
commission has just 

recommended new, 
controversial regulations to govern 
research involving persons with 
retardation. If  finally adopted the 
regulations would provide for the first 
time a comprehensive structure for 
conducting virtually all U.S. research 
involving persons with mental 
disorders that may affect decision 
making capacity. This, the 
commission’s report makes clear, 
includes those with retardation as well 
as many other disorders ranging from 
mental illness to brain impairments 
such as Alzheimer’s disease. While 
the regulations would provide extra 
protections, they would, for the first 
time, put the government on record 
endorsing the legitimacy of certain 
research involving persons with 
mental retardation including research 
that poses “greater than minimal risk 
medical benefit to subjects” even 
though those subjects cannot give their 
Their own informed consent. The 
recommendations come from The Nat-

(Continued on page 6)
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(Continued from page 1)

two years. We will argue that this 
case invites us to go beyond the 
concepts, such as negotiation, 
care, and identification that do 
more justice to the work that has 
to be done in order to make 
Supported Em ploym ent 
successful.

Ben's case

Ben is friendly, if somewhat 
shy. He lives in a “Family- 
Replacing Home” (a house with a 
group of other people with a 
mental handicap). Every day he 
takes the bus to his work. He 
works at the supermarket from 9 
am until 2 pm. His main work is 
to put refill bottles into crates. He 
always puts them exactly in the 
right crate and is quite proud of 
that. Then he sweeps the parking 
lot. He also opens the gate for the 
trucks that bring the supplies, 
removes paper and plastic 
wrappings, and sometimes puts 
products on the shelves.

Ben clearly expresses that he 
likes his work. He feels at home 
and says that he gets along well 
with everybody. He does not 
perceive any differences among 
his relations with his colleagues, 
the manager, the job coach, or his 
parents. He thinks they are nice 
and so are the conversations he 
has with them. Although he says 
that he is good at the tasks he has 
to perform, he does not indicate 
that he has any say over the tasks 
themselves. The job was arranged 
by the job coach, he does what he 
is told to do, and in case of a 
problem with any equipment he 
has to rely upon others for help.

The job coach is quite 
satisfied and optimistic. 
According to her, Ben is an 
example of a successful Supported 
Employment project. She is proud 
of Ben and of her own work: “I

According to the 
manager, the personnel 
now regard people with 
a mental handicap 
differently.

see how much these people enjoy 
their work, how proud they are, 
how responsible; I see they are 
going through a process of 
personal growth. At such 
moments I think: I'm doing it all 
for that, I'm on the right track.”

It seems as though Ben’s case 
is a complete success. Yet the job 
coach also notices some problems: 
“Sometimes the arrangements 
with the boss or the parents 
produce problems, and too much 
is asked from Ben. But such 
things usually can be discussed 
quite well. And it does not 
interfere with Ben's functioning.” 
Actually, the parents seem to 
cause the most problems: “At first 
the parents did not agree [to his 
participation in the project]. 
When I came there, they clearly 
expressed their disagreement. I 
had to make clear that this was 
good for Ben. We had several 
meetings, at which Ben was also 
present. We urged Ben to say for 
himself that he liked the job. The 
parents did not deny that, but there 
clearly have been other problems 
involved-between the shop-

manager and the parents. The 
parents live very near to the shop.

They can go there, and see how 
Ben is treated. They make 
remarks about it to the other 
personnel and to the manager, who 
in turn react to that, and so on... I 
am a sort of an intermediary 
between the shop-manager and the 
parents.”

The manager is very satisfied 
about Ben's work. It may seem 
easy, but it is not really that 
simple. “You may think that 
everyone is able to sort out empty 
bottles, and that may be so, but he 
is very accurate. He never puts a 
bottle in the wrong crate. That is 
important for us, because we get a 
premium if we return the crates 
properly filled. Ben takes care that 
it is correctly done.” The financial 
aspect is mentioned several times: 
Ben is a cheap and good worker, 
and this is certainly an advantage 
for the firm.

According to the manager, the 
personnel now regard people with 
a mental handicap differently. The 
customers are more of a problem: 
“Sometimes I hear customers 
remarking: ‘what kind of a person 
do they have here to take in the 
bottles?’ At such moments, I 
address the customer about that. I 
say: ‘Madam (or Sir), if you knew 
how accurate these people work, 
how glad they are to work among 
normal people...’ Mostly they will 
be ashamed and say they didn't 
mean it that way.” Many of the 
clients know that Ben works at the 
supermarket and the manager 
thinks that is very positive. The 
parents think Ben is doing all right 
at work. But still, they keep 
having some doubts.

(Continued on page 3)
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The mother says: “I'm quite used 
to it now, although I sometimes 
think, ‘Boy, why don't you stay 
away from there.’” She does not 
think he is urged to work harder 
than he should. “He does not let 
himself be pushed to work harder 
than he likes, but he does work 
quite hard by himself.”

The parents stress that he has 
to do a lot: putting away the 
bottles, clearing up the place,

The dichotomies used in 
government policy 
(integration versus 
segregation; autonomy 
versus paternalism) 
seem to be too crude

putting articles on the shelves, etc. 
His mother complains about him 
not getting properly paid: “At 
least, they could give him some 
pocket-money, 10 guilders or so... 
He gets nothing at all.”

The stories of the people we 
interviewed contain concepts that 
are substantially different from the 
notions of integration and 
autonomy that are characteristic of 
government policy. The various 
participants do not urge one 
another to treat Ben normally, nor 
to let him decide for himself; they 
ask for very different actions and 
attitudes. This indicates that 
caring for the mentally 
handicapped may require 
activities that are not promoted in

government policy and should be 
evaluated using concepts that are 
different from the official notions 
of integration and autonomy. The 
job coach's story makes clear that 
an active approach is needed to 
motivate people to be cooperative. 
Ben’s father agrees: “It would be 
nice if they gave him something; 
[he gets ]no money, because then 
his allowance would be reduced.” 
The parents are still angry that 
they were not involved with the 
decision that was made about Ben 
starting to work. They heard that 
Ben was going to work every day 
in the supermarket when things 
were already arranged by the state 
agency responsible for protection 
of the mentally handicapped. His 
father says: “We felt somewhat 
insulted. They might have told us; 
we might have said yes or no. But 
no, we didn't hear anything. 
That's why we were so against it.”

They do not see the job coach 
regularly: “she only comes when 
we call her.” They have to call the 
job coach for arranging a vacation; 
“We can ask for one day of leave 
for him ourselves, one week in 
advance, but for more days we 
have to call upon her.”

Beyond integration and 
autonomy

Does the case of Ben meet the 
requirements implied in the 
notions of integration and 
autonomy that are central to to the 
Dutch government policy? The 
job coach presents Ben's case as 
an example of successful policy, 
but even in her story other 
elements are to be heard. The 
stories of the other participants 
(the job coach and the parents)

give rise to interpretations of Ben's 
situation that are quite at odds with 
the government policy aims. Each 
of the other three stories more or 
less emphasizes Ben being different 
from the regular employees of the 
market. All three also state that 
Ben needs a lot of help and 
support, and is not able to decide 
for himself what goals he wants to 
pursue in life.

Yet, the stories do not simply 
refute the idea that in Ben's case 
Supported Employment has 
promoted integration and 
autonomy. They all indicate that 
Ben has found a place in society 
that fits him, and that he has a 
certain control over his life and his 
work. Ben's case is neither an 
example of successful integration 
and autonomy nor of continuous 
segregation and need for 
paternalistic interventions. The 
dichotomies used in government 
policy (integration versus 
segregation; autonomy versus 
paternalism) seem to be too crude 
to really get a hold on Ben's case. 
One cannot even say that Ben is 
more integrated or more 
autonomous than he was before: his 
presence in the supermarket makes 
him appear “more normal” (he 
works), but at the same time he 
becomes “more abnormal” (he does 
not get paid). It enables him to ex
press himself in and identify with 
his work, but it also shows the 
necessity for a larger amount of 
support and care than he had be
fore. Ben's case cannot be captured 
with the concepts that prevail in 
government policy. This indicates 
that we need other concepts in 
order to understand it.

(Continued on page 4)
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caring for the mentally 
handicapp ed  may 
require activities that are 
not promoted in 
government policy

The stories of the people we 
interviewed contain concepts that 
are substantially different from the 
notions of integration and 
autonomy that are characteristic of 
government policy. The various 
participants do not urge one 
another to treat Ben normally, nor 
to let him decide for himself; they 
ask for very different actions and 
attitudes. This indicates that 
caring for the mentally 
handicapped may require activities 
that are not promoted in 
government policy and should be 
evaluated using concepts that are 
different from official notions of 
integration and autonomy. The 
job coach’s story makes clear that 
an active approach is needed to 
motivate people to be cooperative. 
It shows that engaging people into 
the process of Supported 
Employment is not a matter of 
creating informed consent, but of 
fostering “negotiated consent” 
(Moody, 1992). The parents' story 
implies that Ben needs attention 
and care, based upon personal 
engagement. Their claim is in line 
with feminist political theory, 
especially with care ethics (Tronto, 
1993). Ben and the manager claim 
that Ben's identification with his 
situation is more important than

being integrated or being able to 
make consciously reflected 
choices. This claim fits in with 
Agich's views on autonomy as 
identification (Agich, 1993).

Conclusion

By presenting Ben's case and 
analyzing the stories that the 
participants told us, we have 
shown that the current concepts of 
integration and autonomy are too 
crude to do justice to the practice 
of Supported Employment. We 
have also shown that the 
participants use concepts that are 
more subtle and therefore might 
be more adequate to get hold on 
the intricate nature of processes of 
care for people with a mental 
handicap.

If we evaluate Ben's situation 
in terms of cooperation, care, and 
identification, the general outcome 
is positive. This is in line with the 
view, shared by the participants, 
that Ben is doing well. But more 
interesting than this general 
assessment is the work that, 
according to the stories, is still 
required. The stories indicate that 
the parents need more attention, if 
their cooperation is to be ensured. 
They also imply the need for a 
constant alertness to possible 
tensions between financial and 
political interests on the one hand, 
and Ben's well-being on the other 
hand. Finally, they indicate that 
Ben's identification with the job 
might need critical consideration.

Ben's case, which was one of 
the more successful cases in our 
study, shows that the ethical issues

in Supported Employment are not 
primarily related to autonomy and 
even integration, but much more 
to negotiation, care, and 
identification. These notions are 
not mentioned in government 
policy. Yet they appear to be 
crucial for Supported 
Employment. Official government 
policy is simplistic, both in regard 
to its aims and to its means. This 
may lead to problematic situations 
in practice, since it may invite 
people to claim success to quickly 
and to overlook much of the work 
needed to keep the process going.
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While the reality of rationing 
access to health care is seldom 
debated openly in the United 
States, New Zealand has 
experienced heated public debate 
about the limits of public funding 
of health and disability services. 
The flashpoint for that debate has 
been the issue of access to dialysis 
for people with end stage renal 
disease (ESRD).

New Zealand, a country roughly 
the size o f Colorado, with a 
population of 3.7 million (ethnic 
origins 78% European, 13.5% 
indigenous Maori, 5% Pacific 
Island, 3% Asian) spends 7.6% of 
GDP on health care. General 
taxes support a national health 
service: Government funds 76% 
of health care, and hospital visits 
are free. However, patients queue 
for “non-urgent” procedures, and 
there is explicit rationing for a 
wide range of medical and 
surgical procedures, including 
dialysis for ESRD. Since there 
are no privately funded dialysis 
centers, denial of dialysis 
inevitably results in death for 
patients who do not meet the 
criteria for publicly funded 
treatment.

The extent of rationing in New 
Zealand is obvious from a 
comparison of the incidence of 
patients commencing dialysis: 78 
per million per year, compared 
with 260 per million per year in 
the US where, since the extension 
of Medicare coverage in 1972, 
there has been no significant 
funding constraint. What this 
means for individuals is 
dramatically illustrated in a recent 
“cause celebre.”

Rau Williams

In 1997, Rau Williams, a 63 
year-old Maori man with 
moderate dementia, was taken off 
dialysis for ESRD, applying a 
guideline that “moderate to 
severe dementia” is a factor 
“likely to determine that an 
individual is not suitable for 
treatment,” since “there must be 
ability to co-operate with active 
treatment.” His family applied to 
the Human Rights Commission 
and the courts to review the 
decision. These challenges were 
unsuccessful, and Mr. Williams 
died.

Lessons from New Zealand
One foreign commentator 

described the Rau Williams case 
as “discrimination leading to 
death.” The Auckland District 
Kidney Society decried the 
“tragic legacy of fear” for 
individual patients facing 
potential withdrawal from 
dialysis. Yet the Human Rights 
Commission and the courts 
refused to intervene, accepting 
the legitimacy of the guidelines 
(which expressly referred to 
“available resources”) and their 
use in relation to Mr. Williams. 
Is this consistent with equity 
(targeting scarce health resources 
to patients most likely to benefit, 
even if that necessitates
assessments about quality of life) 
and human rights (including the 
right to be free from
discrimination on the grounds of 
disability)?

The decision to withhold
dialysis was justified on the basis

of clinical futility, despite the 
undisputed prognosis that the 
successful resumption of dialysis 
would have extended Mr Williams’ 
life by one year. The treatment was 
potentially effective, but was not 
clinically viable because the 
patient’s limited mental function 
meant that he could not co-operate 
with the dialysis regime. What 
steps should a health care provider 
reasonably be expected to take to 
accommodate the needs o f an 
individual patient with a disability? 
This question is central to the 
concerns of people with disabilities. 
Many people with ESRD will have 
other complicating conditions. It 
would be thought unacceptable to 
withhold dialysis from patients who 
are blind or have an intellectual 
disability, yet the rationale 
underpinning the “mental function” 
guideline applied to Mr 
Williams-“there must be ability to 
comply with active treatment”— 
could also be applied to such 
patients.

The Rau Williams case is a 
sobering example of one country’s 
attempt to balance the reality of 
rationing health care with an 
affirmation of human rights.

Ron Paterson is a Harkness Fellow 
in Health Care Policy at 
G eorge tow n  Univers i t y  
(patersor@gmet.georgetown. edu). 
Supported by The Commonwealth 
Fund, a New York City-based 
independent foundation. The views 
presented here are those o f the 
author and not necessarily those o f 
The Commonwealth Fund, its 
director, officers, or staff.
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National Bioethics Advisory 
Commission, which was 
established by Executive Order by 
President Clinton in October of 
1995. Its function is to provide 
a d v i c e  a n d  ma k e  
recommendations to the National 
Science and Technology Council 
and to other appropriate 
government entities.

Twenty-one recommendations 
are included, some of which seem 
uncontroversial, such as proposals 
for further study of the issues 
involving research on people 
whose capacity to consent is 
limited. Some of the 
recommendations are likely to stir 
much more debate, however, 
either by researchers who find the 
new procedures too cumbersome 
or by advocates for those with 
intellectual disabilities who will 
protest an explicit government 
policy making legal research they 
find objectionable.

The recommended procedures 
would prohibit all such research if 
the study could be done on other 
subjects without mental disorders. 
They include requiring that all 
institutional review boards (IRBs) 
considering such research include 
at least two members familiar with 
the disorders being studied. One 
of these members would have to 
be a member of the population 
being studied or someone close to 
such individuals (a family member 
or representative of an advocacy 
organization). The commission 
also recommends creating a 
standing Federal Panel on
Research with Persons with

Impaired Decision Making. This 
panel would review certain 
research and promulgate 
guidelines that would authorize 
IRBs to approve other projects 
that are less problematic. The 
recommendations would require 
informed consent from all subjects 
having the capacity for 
consent-including presumably 
those with less severe retardation. 
It would also permit those lacking 
such capacity to nevertheless 
object to being in the research and 
require that their objection be 
heeded. They would also require 
that, if a person lacks such 
capacity, then permission be 
sought from his or her legally 
authorized representative (called 
an “LAR” in the 
recommendations).

Critics who consider the 
proposals to raise ethical problems 
have complained that the LAR 
will have the authority to give 
permission for their wards to be 
included in research that is 
dangerous and in some cases can 
offer no benefit to them. If the 
research poses only “minimal 
risk” these surrogate permissions 
may not be too controversial, 
although some ethicists have 
objected to any use of persons 
lacking capacity to consent in any 
research that does not hold out 
direct benefit. They claim that the 
guardian or surrogate has a 
fiduciary duty requiring that they 
act for the benefit of their ward 
rather than using their ward as a 
means for some good social end.

Most critics, however, will be 
alarmed primarily at the protocols 
involving greater than minimal

[Guardians can approve] 
research that is 
dangerous and in some 
cases can offer no 
benefit.

risk. Some of this research will 
also offer prospect of direct 
medical benefit to the subject that 
can offset the risk. For any 
research to be ethical, however, the 
null hypothesis must be plausible 
and that means that on balance the 
net benefits from being in the 
research cannot be expected in 
advance to be significantly greater 
than receiving the standard 
treatment outside of the study. The 
recommendations go even further, 
however. They endorse limited 
cases involving “greater than 
minimal risk that does not offer the 
prospect of direct medical benefit 
to subjects.” In these cases either 
the subject or both the LAR and 
the proposed government panel 
would have to approve, but critics 
are questioning why persons with 
mental incapacity should be 
subjected to more than minimal 
risk without corresponding benefit 
just because someone has obtained 
the approval of their legally 
authorized representatives.

While the regulations, once 
promulgated, would technically 
apply only to research sponsored 
by the federal government, most 
federal regulations in the U.S. 
become the standard that is applied 
by IRBs for assessing all research 
at most institutions in the country 
and even U.S. funded research 
conducted elsewhere.
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On the belief that rehabilitation 
and not retribution works best for 
criminal defendants with 
substance abuse problems, many 
court systems in the United States 
have created separate “drug 
courts” in an attempt to 
decriminalize substance abuse. 
Florida extended that belief into 
mental health when the Broward 
County “mental health court” 
began operation in June 1997.

Judge Ginger Lerner- 
Wren oversees what is 
thought to be the
nation’s first court
created to balance
t r e a t m e n t  
(rehabilitation) with 
punishment (retribution) 
for defendants with 
mental illness or mental 
retardation

The court’s jurisdiction actually 
encompasses selected criminal 
cases where the defendants are 
either mentally ill or mentally 
retarded. Despite the difference in 
the mental disabilities as glossed 
over by the label “mental health 
court”, the court’s thrust with both 
kinds of defendants is the same: to 
divert mentally disabled 
defendants from jail and provide 
access to community services, 
because the criminal charge 
results not from a criminal mind 
but from a mental condition. 
Legally one could say that the 
defendant lacked the mental state 
to commit a crime, either as mens 
rea or capacity.

Judge Ginger Lemer-Wren 
oversees what is thought to be the 
nation’s first court created to 
balance treatment (rehabilitation) 
with punishment (retribution) for 
defendants with mental illness or 
mental retardation who are 
charged with nonviolent 
misdemeanors, excluding cases 
involving driving while 
intoxicated or domestic violence.

Judge Lerner-Wren’s prior 
experience in mental health and 
disabilities law as a public 
guardian helps with the 
identification and understanding 
of the mental health and mental 
competence issues involved in 
each case. Hearing these cases on 
an expedited basis ensures that the 
individual is diverted out of the 
criminal justice system and into 
the appropriate setting. The scope 
of the court’s authority includes 
the power to order inpatient or 
outpatient treatment, release that is 
conditional or not, and civil 
commitment under the legal 
requirements. The court can also 
revoke conditional discharge for 
noncompliance with the treatment 
plan.

Some critics of the “mental 
health court” concept argue for 
intervention prior to arrest at the 
scene or after arrest but prior to 
appearing before the judge. In a 
June 1998 ABA Journal article, 
Judge Lerner-Wren pointed out 
that a mentally retarded defendant, 
who had been arrested by the 
police for loitering three times in a 
month before his case was referred 
to her court, was there because he 
had broken the law (even if it was 
a law that he could not fully 
understand). His group home 
provided supervision during the

day but not at night, which was 
when he was getting arrested for 
hanging around his old 
neighborhood. Judge Lemer-Wren 
worked with the case worker to set 
up some kind of supervision at 
night as an alternative to 
punishment.

Susan Poland is Legal Research 
Associate at the Kennedy 
Institute o f  Ethics at
Georgetown University.
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