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F or a long time ethics has not been a subject of interest within the International 
Association for the Scientific Study o f Intellectual Disability (IASSID). How
ever, a modest pre-conference workshop on ethics held in connection with 

IASSID’s 10th World Congress in Helsinki in 1996 led to the start of a Special Interest 
Research Group (SIRG) on Ethics. It was and still is the smallest SIRG, but it has 
succeeded in putting a distinctive stamp on many activities within the IASSID member
ship. At the 12th World Congress, held in June 2004 in Montpellier, France, 11 symposia 
sessions and 2 roundtable session were organized by members of the SIRG on Ethics.1 
M ore importantly, many papers presented by experts in alm ost all the disciplines 
involved in the field showed a growing consciousness of the necessity and the benefits of 
embedding ethical reflection in professional practices of care, support, research and policy.

Session Themes

Some of the sessions on ethics had already been prepared at the SIRG’s own work
shop in November 2003 in Brisbane, Australia. For some of the M ontpellier sessions 
other researchers were invited to contribute to the sessions.

In two sessions on ‘professional development and ethics’ the nature o f professional 
ethics was explored. Though policies of regulating professional and moral behaviour by 
means of protocols and procedures fit well into the business-like service organisations, 
many papers showed an increase in conflicts between clients and service organisations 
that altogether cause great uncertainty about the moral commitment of professionals. 
Managerial control of professional behaviour and conformity to technological goals 
seem to hinder rather than to promote the moral and relational responsiveness and crea
tivity that is demanded from professionals working in the field of intellectual disability.

In two sessions on ‘life story work’ narratives practices in care were demonstrated. 
These practices were evaluated as motivated by a morally inspired resistance against 
one-sided rational and social-technological ways of acquiring knowledge and providing 
care. Narrative practices are specimens of a hermeneutic approach in ethics and care 
and are m ainly focused at a better and more integral knowledge o f the identity of
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clients. At the same time, however, 
they promote the kind of reflection on 
the professional’s own ‘story of moral 
values’ that is required in acquiring and 
exerc ising  the v irtues inheren t to 
practices o f care and support.

In th is issue o f the new sletter 
readers will find summaries of papers 
that have been presented in the afore
m entioned sessions. O ther session 
th e m e s  to u c h e d  on  im p o r ta n t  
questions concerning the use o f the 
constructs o f ‘burden’ or ‘quality  of 
l i f e ’ w ith in  b io e th ic s  re g a rd in g  
in te lle c tu a l d isab ility . It w ill be 
c le a r  th a t  su c h  n o tio n s  h e a v ily  
influence debates about the future 
o f newborn screening for intellectual 
disab ility , also one o f the session 
them es.

A con tinu ing  question  in m any 
sessions - and a lso  in one o f  the 
k eyno te  lec tu re s  - con cern ed  the 
p o s s ib i l i t ie s  and lim ita tio n s  o f  
in form ed consen t o f persons w ith 
intellectual disabilities. There were 
reports o f practices o f informed con
sent in research and in treatment with 
psychotropic drugs, and reflections on 
the natu re  o f the dec isionm ak ing  
process and the capacities involved in 
that process. It seem s that in many 
cases the decisionmaking capacity of 
people with intellectual disability is 
grossly underestimated. Also, thoughtful 
approaches were presented about how 
to define ‘good ca re ’ in situations 
where inform ed consent cannot be  
obtained, for instance when the use o f 

freedom from restrictive measures is 
considered. For a number of persons 
with intellectual disability, the acquire-

It seem s that in m any  
cases the decisionmaking 
capacity  of people with  
in tellectual d isability  is 
grossly underestimated.

ment o f greater freedom and autonomy 
has implied a choice of starting a fam
ily of their own and becoming a parent. 
This has not only opened a new field 
of support and care and its concomi
tan t research , it has a lso  led  to a 
number of moral questions that were 
explored in one of the sessions on ‘par
ents with intellectual disability’. These 
questions concern the social responsi
b ili ty  im p lied  in p a re n tin g , they  
concern questions of how to deal with 
wishes to become parents by support 
workers and service providers, and 
how to manage the incom mensurate 
discourses o f services that support the 
parents and services that safeguard the 
well-being of the children.

Roundtables

A new and widely acclaimed phe
nomenon at this World Congress were 
the roundtables organised by the SIRG 
on Ethics. Short statements o f SIRG 
members opened lively and well mod
erated debates of about one hour. A first 
roundtable was about a paradigm that 

plays a fundamental but often over
looked role at the background of many 
deba tes w ith in  the  fie ld  o f 
in te llec tu a l d isab ility : social
constructivism. Social constructivism 
involves the thesis that the notion of 
intellectual disability is a social and 
cultural construct rather than a ‘natural’ 
given. But does social constructivism 
go all the way down, in the sense that 
the difficulties and hardships persons 
with intellectual disability experience 
in their lives are entirely dependent on 
attitudes, habits, and beliefs such that 
when these are changed there will be 
no d ifficu lties or hardsh ips?  The 
debate showed that there are weak and 
strong  form s o f bo th  social 
constructivism and essentialism and a 
various arguments for and against all 
p o s it io n s  w e re  e x c h a n g e d . T he  
argum ent that social constructivism  
always means social construction of 
‘so m e th in g ’, evoked the question  
whether the ‘something’ of intellectual 
disability, i.e. intelligence, is an object 
or rather a status term like ‘honour’ or 
‘grace’. A provisional conclusion of 
the debate would be that strong forms 
o f social constructivism  and essen
tialism  may lead astray.

The second roundtable  was an 
attempt to reconsider the moral tradition 
of paternalism. Professionals in the field 
o f  in te lle c tu a l d isa b ili ty  are  no t 
supposed to impose their own judg
ments upon their clients about their best 
interests. Where professionals continue

(Continued on page 3)
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IASSID World Congress Court Clarifies Role of 
Guardians in Fore
going Life-Support(Continued from  page 2)

to exercise paternalistic judgment, they 
are often criticized for being ‘institu
tionalised’. Consequently, judgment on 
the clients’ best interest is taken to be 
at home in the world of institutionalised 
care, a world that to a large extent has 
lost its credibility. People coming from 
practices of working with persons who 
have profound m ultiple intellectual

From the perspective of 
moral theory a slow shift 
could be observed from  
principle guided theories 
to an ethics of care and 
narrative ethics.

disabilities or with criminal offenders 
with intellectual disability argued for 
a rehabilitation of best interest judgments 
as a moral tradition that human services 
cannot do without In professional practice 
they are a moral necessity. Others, however, 
rejected paternalism  as a principle or 
even an element of professional ethics. 
Professionals should never be put in the 
position of a proxy. On the other hand, 
proxies often themselves do not know 
what to decide, and ask for help and 
support from others, mostly professionals.

Future

O f course, some o f the themes I 
m entioned will rem ain im portant in 
further ethical reflection. Parenting of 
people with intellectual disability was 
a rather new theme at this congress.

The questions that were raised need 
elaboration in the years to come.

The moral implications of care and 
support practices inspired by a market 
or business m odel fo r professional 
developm ent and fo r re la tionsh ips 
between professionals and clients were 
discussed only incidentally, but may in 
the future open new areas o f ethical 
research and reflection.

From  the perspective o f m oral 
theory a slow shift could be observed 
from principle guided theories to an 
ethics of care and a narrative ethics. The 
ideological battle between ‘community 
care’ and ‘institutional care’ seems to 
have been decided definitively in favour 
of the first. Now questions arise as to 
w h a t k in d  o f  p e r s o n s  c i t iz e n s  
(including  professionals) have to be in 
order to let people with intellectual 
disabilities be an integral part o f our 
lives and what kind of stories inspire 
us to become such citizens.
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Susan Poland

Baby Boy W  was bom  by emer
gency  cesarean  section  w hen the 
mother died from a seizure. The new
born was severely mentally retarded 
due to encephalopathy; he required a 
feeding tube and ventilator; and he 
show ed pain. His irreversib le  and 
te rm in a l  c o n d it io n  w as te rm e d  
“dism al” . Because no father appeared 
before the Broome County, New York, 
Surrogate’s Court, the court appointed 
the m aternal grandm other, a nurse 
w ith  e x p e rien ce  in o b -gyn  and 
pediatrics, as tem porary guardian. 
Under 2002 amended state law, the 
health care decisionmaking authority 
of the guardian o f a mentally retarded 
ward was expanded to include with
holding or withdrawing life-sustaining 
treatment. This court opinion clarifies 
that authority. Baby Boy W  died after 
the hearing and order.

The court found that the amend
m ents sa tis fy  the  c o n s titu tio n a l 
requirements o f due process and equal 
protection for all m entally retarded 
persons. Its written decision details the 
p rocedures. The guardian decides 
about foregoing life-support based on 
a best interests analysis concerning 
dignity, health, pain, the effect of arti
ficial nutrition and hydration, and the 
genera l m ed ical cond ition  o f the 
patient. No decision can be based on 
the presum ption that the m entally  
re ta rded  are not en titled  to  equal

(Continued on page 7)
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Professional Supports for Persons with Intellectual Disability: 
Products or Relationships?

I
n their m ission statem ents, 
support o rgan iza tions  for 
p e rso n s  w ith  in te lle c tu a l 

disabilities are firmly committed to 
individualized care, customer driven 
service, client autonomy and choices. 
However, at the level of the daily life 
interface with their clients, support 
organizations must constantly meet the 
conflicting interests of the individual and 
the organization. The management of 
this situation often resorts to standardi
zation and centralization of processes 
that eventually  risk  restric ting  the 
necessary ‘degrees of freedom’ of direct 
service staff (DSS) to the client’s needs.

These restrictions em erge from  
external limitations in resources such 
as fund ing , regu la tions and labor 
m arket conditions as well as from  
internal limitations. Internal limitations 
can be identified as efficiency measures 
(e .g ., cost reduc tion ) resu lting  in 
recru iting  DSS w ith low levels o f 
training and pay, process standardization 
as in Individual Support Program s 
(ISP), accountability  m easures and 
compliance with self-inflicted rules and 
quality assurance requirem ents that 
usually are borrowed from product- 
oriented industries (such as the Deming 
cycle). The service interface -  especially 
in 24-hour residential care -  quite often 
shows a climate of high DSS turnover 
(figures up to 75% are no exception) 
and o f  c o n tro l as re f le c te d  in  a 
m ultitude of rules and regulations that 
are expected to direct the ‘product’ of 
DSS support as agreed upon in the ISP.

Wil H.E. Buntinx

The ou tp u t o f  hum an serv ice  
organizations however is not products 
but services. In contrast with products,

It is essential that the support 
organization creates con
ditions for interpersonal 
dialogue and offers space for 
heterogenious and unpre
dictable out-comes of this 
dialogue.

services are (1) intangible (e.g., ‘qual
ity of life’, experiences, confidence, 
opportunities), (2) interactive (the cli
ent is both consumer and co-producer 
of the service), (3) instantaneous (no 
second chance to do it right) and (4) 
heterogeneous (no two customers are 
alike and no situation is ever the same). 
D elivering quality support services 
m eans m eeting the needs o f every 
client every tim e and under various 
circumstances (Bebko, 2000; Gronroos, 
1995; Hall & Hall, 2002).

Therefore, good support services 
should start with good understanding 
of the dynamics of the client’s needs as 
well as of his context. This requires a 
high level of staff responsiveness. Re- 
sponsiveness is at the very heart of care 
and support and should be understood 
as a mutual endeavor of care-giver and 
care-receiver, based on openness and

dialogue (Widdershoven, 1999). DSS 
responsiveness is a function of DSS 
skills and abilities (empathy to a person’s 
need in an actual context and the ability 
to offer congruent responses) but also 
o f  the o rg an iza tio n a l con tex t and 
conditions. One of the major context 
fac to rs  is c o n tin u ity  o f  the DSS 
presence in the lives o f the clients. 
Providing standardized tools (such as 
rules, ISP and Dem ing cycle-based 
procedures) are no alternative and not 
sufficient conditions for creating a 
climate for contingency between staff 
responses and clients needs. High turnover 
and standardized support techniques 
risk freezing the c lien t’s needs into 
con tro llab le  and w ell m anageable  
program frameworks, and missing the 
real needs of the person.

It is essen tia l that the support 
organization creates conditions for 
interpersonal dialogue and offers space 
for heterogeneous and unpredictable 
outcomes of this dialogue. This means 
that DSS need to be assigned sufficient 
‘degrees of freedom’ in their dialogue 
with the clients in order to be able to 
responding to their needs. Creating 
c o n d i t io n s  fo r  D S S  a u to n o m y , 
t ru s tw o r th in e s s  and sp o n tan e ity  
implies offering stability in DSS-client 
relationships so mutual responsiveness 
can grow. It also requires sufficiently 
trained and responsible staff engaging in 
the daily  se rv ice  encoun ters . The 
dialogue between client and DSS flows 
in the very daily and minute-to-minute 

(Continued on page 5)
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or 
Relationships

(Continued from page 4)

ac tiv ities  and requ ires reasonab le  
‘degrees of freedom’, meaning: suffi
cient opportunities for understanding 
and appropriately as well as creatively 
responding to the client’s needs and 
wants. The outcomes of this dialogue 
are only predictable to a limited degree. 
Considering the degrees of freedom of 
DSS should be part of business ethics 
in support service for persons with 
intellectual disability.
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Professionals’ Experiences of Addressing 
Ethical Issues in Services for People with 
Intellectual Disabilities: A Brief Report

Naomi Wilson

E thical issues have been argued 
as ubiquitous for professionals 
in in te l le c tu a l  d is a b i l i ty  

se rv ices for the fo llow ing reason. 
Within the current political and social 
climate that broadly aligns with a moral 
fram ework o f liberal individualism, 
professionals are obliged to guide the 
care o f  their clients in a way that 
fosters autonomy and independence. 
However, when these principles are 
applied to individuals with severe and 
complex intellectual disabilities they 
are liab le  to  b reak  dow n. T his is 
because respect for autonomy entails 
acknowledging the right of the other 
to choose and act in accordance with 
his or her wishes or beliefs. However, 
th is c lien t group has a res tric ted  
capacity to make ‘informed decisions’ 
and, som etim es, severely im paired 
com m unication skills. This m akes 
ascertaining their wishes a difficult 
task and, as a consequence, enhancing 
t h e i r  c h o ic e s  a n d  a u to n o m y  
c h a lle n g in g .

It is conceivable that it is because of 
this proposed dichotomy that there is 
little research around ethical issues in 
in te l le c tu a l  d is a b i l i ty  s e rv ic e s . 
C erta in ly , the lite ra tu re  that does 
exist is limited to theoretical debate 
challenging the premises of the moral 
frameworks and codes of conduct that 
professionals are accountable to in their 
practice. However, it is important to 
understand how ethical practice is

en ac ted  in in te lle c tu a l d isa b ility  
services as any mismatch between the 
philosophy of liberal individualism and 
the reality of clients’ lives is likely to 
result in less than optimal services for 
this group. If the ethical framework that

The Premise of this 
research was to explore the 
psychological, em otional 
and relational experience of 
professionals who had 
taken responsibility for an 
ethical i s s u e  around a 
client with in tellectual 
disabilities.

informs services does not fit with the 
experience of clients or professionals, 
then there is a risk that ethical issues 
become relegated, or deemed irrelevant 
to this group, as they are too difficult 
for staff and carers to realize.

One of the clinical responses to the 
complexities of ethical issues in intel
lectual disability services has been the 
estab lishm en t o f E thical A dvisory  
Groups (EAGs) in some NHS Trusts in 
the UK. These are consultative rather 
than decisionmaking bodies that are 
internal to services and aim to support 
professionals in their consideration of 
ethical issues. The prem ise o f this 

(Continued on page 6)
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Services for People with Intellectual Disabilities: A Brief Report
(Continued from page 5)

research was to explore the psychological, 
emotional and relational experience of 
professionals who had taken responsi
bility for an ethical issue around a client 
with intellectual disabilities. The role 
of the EAGs was considered from the 
professionals’ perspectives, how reso
lution was achieved and the moral 
frameworks that professionals’ used to 
inform their work.

N ine professionals in intellectual 
disability services were interviewed 
w h o  c a m e  f r o m  a v a r i e t y  o f  
discip lines, including; nursing, physi
o therapy , p sy ch ia try  and c lin ica l 
psychology. All of them had referred 
an ethical ‘case’ to a local internal EAG 
for consultation. The interviews were 
transcribed and analysed using a narrative 
methodology. This involved identifying 
themes between and across participants.

The first theme was the number of 
different sources of conflict and com- 
plexity o f ethical issues th a t 
p ro fessionals  faced. P rofessionals 
talked about experiencing  conflict 
betw een  d iffe ren t p ro fess io n a l or 
po litical ideologies when trying to 
respond to ethical issues. They also 
highlighted a perceived conflict or mis
match between professional and public 
values and d ifferences o f thought 
between those who worked in intellectual 
disability services and those who did not.

A further key theme was that of pro
fessional vulnerability. The ambiguity 
of ethical scenarios meant profession

als felt vulnerable to ‘getting it wrong’ 
or making the ‘wrong’ decision for their 
clients. There was also a tendency for 
professionals to project themselves into 
‘worst case scenarios’ and try to find 
solutions that minimised the potential

Professionals talked about 
experiencing conflict be
tween different professional 
or political ideologies when 
trying to repond to ethical 
issues.

for this happening. This sense of vul
nerability m eant that the narratives 
fea tu red  considerab le  anxiety  and 
professionals talked about having to 
t o l e r a t e  l iv in g  w i th  s i g n i f i c a n t  
uncertainty.

A third theme was seeking validation.
In relation to the vulnerability felt by 
professionals, they sought to share the 
responsibility of decisionmaking with 
other professional groups who were 
deemed to have more ‘expertise’. One 
of the means of doing this was to use 
the EAG as a decisionmaking body de
spite professionals acknowledging that 
this was not its intended role.

The significance of relationships 
with clients and families was a further 
theme. Professionals talked about their 
close and intimate relationships with 
their clients and that the depth of these 
relationships meant they felt a moral 
responsibility to act as advocates for 
them. Where professionals had relation

ships with clients’ families they were 
depicted as important and significant, 
although they also found these relation
ships challenging. Professionals said 
they spent a lot o f energy maintaining 
these relationships while addressing the 
difficult ethical issue and that they were 
frequently a source of rich ideas around 
how to resolve the issues faced.

The fifth theme was one of fragility 
of resolutions and reflexivity. Profes
sionals fel t  that  the nature o f the 
situations they were dealing with were 
inherently difficult to resolve. For many, 
they had residual doubts about the best 
way forward, even after the issue had 
been ‘resolved’. For some they felt that 
the issue was still ‘live’ or had the 
potential to recur in the future and that 
they were continuing to manage the 
dynamics of the situation. The fact that 
professionals had lim ited power to 
enact solutions for their clients and that, 
despite their efforts, many clients led 
deeply impoverished lives, was some
thing that professionals discussed as a 
particularly challenging aspect of their 
role. This was also a part of their clinical 
work that was rarely articulated.

The final theme was maintaining a 
sense of moral integrity. Professionals 
‘stories’ showed significant coherence 
in terms of the ethical principles they 
valued, how they described the ethical 
difficulties they faced in their clinical 
work and what they hoped would happen 
for their clients in the future. Profes
sionals drew  on a range o f m oral 
resources that were ‘external’ or differ- 

(Continued on page 7)
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ent to the ethical frameworks explic
itly endorsed by services. For example 
professionals challenged the notion 
o f evidence-based practice in intel
lectual disability services and drew 
on other moral, spiritual and politi
cal frameworks to inform their work. 
Overall they argued that having some 
sort of existential framework for creating 
m e a n i n g  w i th in  t h e i r  w o r k  was  
essential in order to work with people 
with intellectual disabilities.

The resu lts suggested  that  the 
relationships professionals have with 
their clients with intellectual disabilities 
are often enduring and intimate due to 
the nature of people’s difficulties, their 
resulting dependency and their need for 
advocacy. The close relationships pro
fessionals had with clients appeared to 
be the most valuable source of information 
when addressing a difficult ethical issue. 
In particular, emotional sensitivity rather 
than ‘abstract’ guidelines were empha
sised as important. Overall, relationships 
with clients not only oriented professionals 
to ethical issues that could not be ignored 
but were also the means by which they 
could inform and enact changes.

Professionals’ discomfort about not 
always being able to ascertain clients’ 
preferences meant that even sensitive and 
intuitive care could not guarantee they 
had made the ‘right’ decision. Overall 
this uncertainty meant that the primary 
focus of concern for professionals was 
the pressure they felt to enact a robust 
solution that was professionally water
tight, versus the reality that this was often 
an impossible task. This resu lted  in 
professionals oscillating between two

positions. One was to go to extreme 
lengths to find solutions and the other 
was to accept the inevitable limitations 
of their capacity to help clients. This re-

. . .  staff should be helped 
to acknowledge their compe
tencies, as well as the limits 
of care they can provide.

search suggests that the experiences of 
fear, vulnerability and retribution evoked 
by ethical issues need to become legiti
mate topics of discussion for all staff. In 
addition, help to recognise the limits of 
their ability to change clients’ lives 
seems pertinent. A further proposal is that 
staff should be helped to acknowledge 
their competencies, as well as the limits 
of care they can provide. A role for EAGs 
might be to review how they support 
professionals with ethical issues. Specifi
cally, how they could help professionals 
reduce the impact of systemic pressures 
that increase their anxieties and felt vul
nerability to ‘getting it wrong’. Potentially, 
by helping to acknowledge that clients’ 
i n t e l l e c t u a l  d i s a b i l i t i e s  a re  no t  
‘rep a ira b le ’, professionals might be 
freed to work more realistically and 
effectively.

Note: This work is in the process o f  
being submitted for publication, therefore, it 
is hoped that a more comprehensive paper 
will be available shortly.

Dr. N aom i W ilson is a C lin ica l 
Psychologist working in Nottingham
shire Health NHS Trust, UK.

Role for Guardians
(Continued from page 3)

rights, protection, respect, or dignity. 
The attending physician and a consulting 
p h y s i c i a n  m u s t  c o n c u r  th a t  the  
mentally retarded person is terminal, 
is permanently unconscious, or has an 
irreversible m edical condition. The 
attending physician must then agree 
that the life-sustaining treatment is an 
“extraordinary burden” in light of the 
medical condition and the expected 
outcome of such treatment. Finally, if 
the decision is to withdraw artificial 
nutrition and hydration, then there 
must be either no reasonable hope of 
maintaining life or such sustenance 
must be an “extraordinary burden.” 

The legal citation is In re Baby Boy 
W.  773 N.Y.S.2d 255 (Sur. Ct. 2004).

Susan Poland, J.D., is the Legal 
Research A ssocia te, The N ational 
Reference Center for Bioethics Litera
ture, Kennedy Institute o f  Ethics, 
Georgetown University.
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