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Summary

Underlying Issues

Central to consideration of choice are: legal and
human rights; assessment of competence to
decide in legal and medical matters aswell asin
managing day to day affairs, power and the need
to even up imbalances in the lives of disabled
people; distinction of wants and choices; risk.

Individual Issues

1. All concerned commit themselves to learning
to listen to people so as to discover their wishes,
dreams, aspirations, preferences and choices.

2. In arriving at any decision it helpsif it is based
on adequate information.

3. Whereit is very difficult to determine a
person’s preference others will need to act in the
best interests of the person.

4. When amajor decision is made on behalf of
another person then the reasons and implications
should be considered and explored by relevant
parties.

5. Carers should be aware of the tendency of
many people with learning disabilities saying
what they think will please those in authority.

6. Where there is a conflict between encouraging
choice and another equally valid principle there is
aneed to explore avariety of approachesto
resolution.

7. However unredligtic a person’s aspirations
seem people should not be dapped down and
have their dreams stamped on.

8. Although they should not be imposed upon
people with learning disabilities, staff are entitled
to their own moral values.

9. Once decisions have been made or preferences
expressed and commitments made to
implementation which require the action of staff
or others there should be follow-up to ensure they
are carried out.

Organisational Issues

10. The policy of the service should include a
statement of intent supporting the aim of
extending persona control over one'slife as
much as possible.

11. Concerned people and organisations should
have access to aloca standing ethical committee
which includes outside people and which is
available to discuss difficult decisions as
required.

12. All staff should have opportunities to review
choice situations (especialy those which giverise
to difficulties) in supervision sessions, in staff
meetings and ethical committee meetings.

13. Where there is concern about possible
damage to a person and an intervention is
proposed to prevent or reduce such harm which
may go, or appear to go, against the wishes of the
person then a planning processis required which
includes input from amix of relevant interests,
including the person, family and various
professionals and agencies.

14. Managers need to develop a culture of
integrity, through their own actions, teaching,
supervision and expectations.

Purchasing

15. Purchasers of services should require
providers to show clear evidence of substantial
effort to implement guidelines such as those
above.



Introduction

The topic we are concerned with here is sdlf-
determination, control over one's own life,
making decisions, indicating a preference,
personal autonomy.

Freedom from restrictions in choosing is highly
valued in democratic societies. It contributes a
great deal to what we think of as qudity of life.
The more we can control our lives the more
satisfaction we are likely to experience. The law
recognises important freedoms and is intended to
protect them. The UN Declaration on Human
Rights exhorts the extension of freedoms to all
the world’ s citizens. The main restrictions on
freedoms are to do with limiting the freedoms of
others.

A distinction could be made between mgjor,
decisions having significant consequences and
others having lessimpact e.g.: where to live, who
to live with, which job or day activities? These
are dl decisions which most of ustake time over,
even preparing ourselves for years to make.

The emergence of choice as an issue for people
with learning disabilitiesis a response to their
common experience of having little control over
their lives. Parents and staff have regarded
people with learning disabilities asirresponsible
and incapable of managing their own affairs.
Others, therefore, took decisions for them, gave
them little opportunity to learn about making
choices and experiencing the consequences.

People considered vulnerable were seen asin
need of protecting from themselves, their own
perceived inadequacies and poor judgement.

This paternalism showed itself in the big
decisionsin life. The subjects of marriage and
having ajob were taboo, simply unthinkable.
But in the smaller day to day decisions others
took over too, often because of the person’s
downessin responding. Impatient and quicker
thinking others would jump in to make decisions.

Denial of choice was an indication of the
disrespect in which people were held. It also
marked the imbalance of power in relationships.

In recent years as this repression has been
recognised efforts have been made to reverse the
Situation and encourage people with learning
disabilities to take more control over their own
lives. The People First self-advocacy movement
has emerged and people are beginning to find a
voice. The popularity of the terms
empowerment, user participation and
involvement grew out of this movement.

There are so many variationsin the situations
where carers are faced with decisions concerning
choice that arriving at useful guidelinesis fraught
with problems. No set of guidelines can cover
every eventuality. Each situation hasto be
considered with dl its complexities. Aswe
struggle to find our way through these
complexities we should seek to deepen our
wisdom. Often there will not be aright or wrong
answer that is clear to us. Sometimesin
retrospect we will be shown to have got it wrong.
If we act in good faith with the aim of gaining in
understanding and good judgement then we are
fulfilling what is required of us.

Some staff have unfortunately gone over the top,
insisting that a person’s choice is to be respected
totally even if this results in harmful
consequences for them.

Two examples:

Thereis a serious fire within aresidential
stuation. A member of staff Joan goes into
Mary’s room to get her out of the building.
Mary refusesto come. The member of staff
tries to persuade Mary but is unsuccessful.
Joan reports back that Mary wishes to stay
where sheis. Joan indicates that thisis
Mary’s choice and that she could not bring
herself to drag Mary out of the building.

Alan living in staff supported housing has
indecently assaulted a child in the local
neighbourhood, as well as female staff
members. The police have been involved but
did not prosecute because staff have explained
that Alan isonly expressing his developing



sexuality. The matter comesto ahead. Alan
moves house but indecently assaults a child in
the new neighbourhood. Hospital admission
is arranged, and in the meantime staff are
asked to prevent further incidents occurring.
Whilst waiting for admission to hospital Alan
continues to be alowed out of the house
because staff feel that they can not interfere
with Alan’s choice.

In part this problem arises from an
oversimplification and misinterpretation of
normalisation teaching which rightly emphasises
the importance of self-determination.

In part it may also be an oversmplification of the
tradition in socia services of rightly encouraging
people to take responsibility for themselves. It
may also be in part, areaction to the paternalistic
tradition of health services, as people moved out
of hospitals.

Paradoxically we are in danger of not supporting
user choice enough on the one hand and
supporting it ingppropriately on the other.

Being well informed helps in making wise
choices. Carers need to inform themselves and
also assist people with disabilitiesto gain
relevant information to aid in making decisions.

Problems arise for people with learning
disabilities in making choices:
Others may impose decisions regar dless of
the person’s preferences.

This may be because we do not give priority
to the person’ s concerns over our own or it
may be for legal or moral reasons.

Othersdo not listen to the person’s choices
and concer ns even when they are
expressed.

This may be because of our low expectations
or assumptions, or because we are impatient.

We cannot deter mine what the person’s
choiceis.

This may be because of their limited
communication or our limited skillsin
listening or not knowing the person.

The person cannot make choices.

Making a choice requires a person to identify
alternatives and discriminate between them,
anticipate consequences and indicate or
express preference.

Not being able to make choices may be
because a person has been denied relevant life
experiences. Therefore encouraging their
persona development by making
opportunities available for broadening their
lives will provide more experiences as abasis
for making choices.

It may be aresult of lack of conceptua and
abstract abilities such as looking to the future
or judging magnitude. The person simply
may not understand the question or the
options available.

These guidelines have been written for workersin
services, family members, friends and other
community members outside paid services. It is
hoped that all concerned will have opportunities
to reflect on the issues raised here in training
events and other discussion forums such as
parent groups, self-advocacy groups,
management committees, board meetings etc.

Managers should introduce these issuesin
supervision and ensure that their staff have
opportunities to focus on them in training.



Underlying Issues

Rights

Legal rights are entitlements enshrined in law
(see notes 1-3 under Resources). Human rights
are exhortations which may or may not be backed
by the law. We may support a ‘right to work’

but this has no legal meaning. We can say that
everyone should have the opportunity to work if
they wish. Thisisno more than our opinion of
right.

Competence

Assessment of aperson’s competence to decide
may be required for several purposes. The
decision in question can be about marriage,
entering into a contract, making awill, voting,
managing financial affairs, or agreeing to medical
treatment. The understanding (lega capacity)
required for each decision will be different in
each case depending on the complexity of the
information and the legd test (if one exists) to be
applied (see note 4 under Resour ces).

Managing affairs - e.g., isthe person competent
to give their money or belongings away?
Unprincipled people may exploit a person’s
generosity.

Medical matters - is the person competent to give
their consent to treatment? Gunn (see note 5
under Resources) points out that assessment is
required of:

- the person’slevel of knowledge and
understanding of the problem which needs
resolution

- the various methods of dealing with the
problem, including doing nothing

- the consequences of those various methods.

A decision to accept or refuse treatment must be
taken voluntarily and without undue pressure or
influence which might include coercion, threats
or rewards.

There isarange of disability. Some people with
profound disabilities require others to act on their
behalf in all decisions. Others with mild
disabilities require little assistance. The extent to
which a person’s competence is limited has to be
determined for each person and situation. It
should not be assumed that a particular mental
age or 1Q or the label ‘learning disability’ implies
incompetence. A person may be competent in
some things at some times and incompetent in
others at other times.

Power

Power means the ability to act. Because of the
limitations imposed by their impairments as well
as by carers, staff and others, people with
disabilities mostly have very little power in their
lives. Almost every grouping of people dtratifies
automatically so that some people are at the
bottom of the pile and others at the top. These
guidelines are intended to even up the power
imbalances inherent in socia groupings where
disabled people are concerned.

Some people tend to be oriented to achieving
status, domination and power possibly at the
expense of their connections to people (see note 6
under Resources). The focus of other people's
lives tends more to be on connectedness and
nurturing community and less on hierarchy. Of
course these are generdisations. They do
however draw attention to the need many people
have to exert control over others. If the balance
of power isto be evened up some people are
going to have to be prepared to give up some of
their power over others.

Wants and choices

Wants and choices are not the same. Choice
involves selection among available options. You
might choose to go to an Indian restaurant rather
than a Chinese. Once there your choiceis limited



by what is on the menu. You may prefer stir fry
vegetables but if it is not availableit is not an
option. Y ou may not aways be able to choose
what you want.

Risk

For al of us making choices provides
opportunities for learning and development. We
have to live with the consequences of our
decisions. Risksareinvolved. We don’t always

make the wisest decisions but we often learn from
the way they turn out. Denial of choice places
restrictions on opportunities for development.

One of the hardest things for carers, whether
parents or staff, isto learn when to 'let go'.
Overprotection arises from fear of danger and
constrains a person's development. Under-
protection needlessy exposes a person to
dangers. Judgements are needed which leave a
carer worrying: 'Have | taken too great arisk? at
the same time as: 'Have | held her back?



Guidelines for Good Practice

Individual Issues

1. All concerned commit themselvesto

lear ning to listen to people so asto discover
their wishes, dreams, aspirations, preferences
and choices.

Some practical implications
See notes 7-12 under Resour ces.

Parents can encourage their children to learn
from making choices from an early age. This
will give them more control over their lives,
and more motivation to learn.

Staff need to get to know the person as
closely as possible, exploring al the person’s
efforts at communication. One thing that a
surprisingly large number of carers and staff
are not sufficiently aware of is the need to
give sufficient time to respond. One has
smply to be patient and wait. Continual
prompting may actualy interfere with the
person’s ability to respond.

Job descriptions should emphasise the
commitment to learning to listen.

There needs to be good communication
between al concerned so that everyone knows
what signals mean. Challenging behaviour is
often asignal that a person is dissatisfied with
something in their life. Sometimes when a
person has a tantrum it may be an indication
that the person does not like going to the day
centre, or does not like the other peoplein
their group home. Staff may come to
understand this but feel that there is nothing
they can do about it or that it would be too
inconvenient to disrupt the service to meet the
person’s needs. Another approach would be
to explore other options. The supported living
movement has grown from the realisation that
group homes are not the answer to everyone's
accommodation needs.

Staff need to be aware of their own
inclinations.

- Wanting to exercise control over others or
have them dependent on us. For some
staff it may be difficult to switch roles
from being the one who controls to being
controlled.

- Wanting to be seen to be responsible for
others or playing the caring role.

Taking an enabling role rather than taking
charge and doing things for the person
requires adifferent mind set. 1t may require
some salf-examination and honest feedback
from others to see ourselves as we redlly are.

Thereisaneed for continuity in relationships
so that staff are not moved about unduly.

Phaotographs depicting options can be hel pful
in presenting alternatives.

Examples

Rachel returned to her group home after a
weeks holiday with her parents. When they
arrived she cried and said she didn’t want to
goin. Previoudy she had always appeared
happy to return to her group home. Parents
and staff spent several hourstrying to figure
out with Rachel what the difficulty was. It
emerged eventually that she was worried
about having put on weight at home and that
she would be taken to task by the staff at her
group home. When this was cleared up
Rachel was reassured and was happy to stay.
Her parents were relieved that she really did
want to stay.

Staff might be worried about the people a
person chooses to associate with, perhaps they
are seen as a bad influence or the person is
believed to be at risk of exploitation. 1t may
be that the person is very lonely and eagerly
responds to interest from any quarter.



2. In arriving at any decision it helpsif it is
based on adequate infor mation.

Some practical implications

Informed decisions are generally more likely
to lead to satisfaction than those plucked out
of the air or based on whim. Thisis
especially important for major decisions that
have significant consequences.

Information that may assist in arriving at a
decision includes:

- what are the possibilities?
- what are the currently available options?

- what are the likely consequences of the
options and possibilitiesin terms of risks,
potential benefits, responsibilities and
likely effects on others?

- what are the costs in terms of time, effort
and emotion as well as finance?

- what resources, including personal
capabilities, are required?

Conseguences may be in the immediate or
longer term future. Learning to delay
immediate gratification for longer term
benefitsis a hard lesson for us all. It may be
even harder for a person whose grasp of time
scalesislimited.

One can never have all possible information
but often if the critical information is
available that is enough. There might be a
danger of decisions not being taken if
relevant information is not available. There
may be times when it makes sense to act and
learn from the experience. It is often more
important to be on the field of play than to be
a spectator.

In making a choice we are making a
judgement or an evaluation of aternative
options. We place values on each possibility
available to us and eventually select onein
preference to the others usudly trying to
maximise the advantages and minimise the
disadvantages. We may do this quickly or it
may take years. We may do it impulsively

with little consideration or we may do it
systematically and carefully.

For each situation we could draw up a
balance sheet of the advantages and
disadvantages, evaluating each of the
available options. When managers do this
these days, it is called option appraisal. In
our daily lives, of course, most of usdon’t go
into this kind of detail. It might be said that if
we expect people with learning disabilitiesto
go through such a procedure we are expecting
more from them than we do from ourselves.
However, there may be alot to be said for
working systematically at it. The procedure
would provide lots of opportunities for
learning, by staff and carers as well as those
faced with the choices.

Increasing life experience will help develop a
person’s ability to make informed choices.

Informed consent is required before treatment
is administered (see note 3 under Resources).
Legal liability may be incurred if treatment is
given or if it iswithheld without obtaining
consent. Informed consent requires an
explanation of the reason for the treatment,
the procedures to be followed, expected
benefits, risks involved and aternative
treatments if available. A person should be
told that she has the right to accept or reject
the proposed treatment and that if she does
accept she may change her mind and
withdraw consent at any time.

Examples

Sarah wants to buy atelevision she seesin the
shop window. She has not got the necessary
cash, does not have a credit rating suitable for
a hire purchase agreement, or the necessary
income for arental arrangement. Buying the
TV thereforeis not yet an option for Sarah.
She will have to work on her finances before
it becomes one.

Andrew is moving from hospital to
community services. Staff take him to view
six houses, one of which he may possibly be
moving into. It is, however, his choice.



Andrew views thefirst house. Helikesit, he
decides that this is the one he wants and
refuses to look at the other houses.

In this example Andrew might have found the
house of his dreams or might be thinking he
had better choose quickly or he may not get
out of hospital. There may be other
interpretations that we might put on Andrew’s
actions. How can we be sure that the choice
is an informed one? How much will the
wrong choice of house serioudly affect
Andrew’s quality of life? What importance
does Andrew attach to which house he lives
in?

3. Whereit isvery difficult to determinea
person’s preference otherswill need to act in
the best interests of the person.

Some practical implications

For children up to 16 years (with some
exceptions, to 19) parents have the main but
not total responsibility. A child can be made
award of court by the local authority under
some circumstances. Over the age of 16 years
parents do not have alegal right to make
decisions on behalf of their sons and
daughters. Care workers have no more right
than parents. Parents and care workers,
however, do have a duty of care.

The question of 'who owns the person’ can
giverise to conflict. Often there may be
negotiations between service providers and
family members. Occasiondly these
negotiations will break down. Sometimes the
dispute can be between different members of
the family asto what is in the best interests of
the person. An independent person could be
sought to speak for the person in the
negotiations. An independent person
acceptable to all parties could be brought in
the act as arbitrator. There may indeed be
severa parties concerned in decisions about a
person with learning disabilities: the client, the
parents, other family members, the service,
the local authority, an advocate or an
advocacy organisation, a friend.

Assessing competence in choosing is not
alwayseasy. It may berequired for a court of
law but for everyday purposes, generaly we
should make a presumption of a person’s
competence. We will often then have to
provide support to enable the person to fulfil
their decision.

Where others act for a person they should act
in what they see as the person’s best interests.
Determining a person’s best interests requires
judgement. Guidance may be sought in the
law, the principle of normalisation, the
agency’ s palicies, current good practice.
Each of these need interpreting in light of the
situation.

Example

Parents of aman living in a group home run
by a voluntary agency wanted him to move to
provision run by another voluntary agency
outside the locality he was familiar with.
However, his brother disagreed and
strenuoudly resisted his parents efforts. Both
parties sought ajudicia review.

4. When amajor decison ismade on behalf of
another person then the reasonsand
implications should be considered and
explored by relevant parties.

Some practical implications

There will be aneed for regular dialogue and
consultation between potentialy large groups
of people but especialy between carers at the
person's home and those at the person's day
activities.

It is not good practice for major decisions
(e.g., Sterilisation, abortion, where to live) to
be made by members of one profession or
agency (see guideline 11).

Example

A man of 24 with alearning disability (Peter)
lives with his mother (Sue). Peter wants to
pursue leisure activities during the day (Mon-
Fri) with support from Social Services. He



wants to go home at 1.00 p.m., and watch
daytime TV. Sue wants him to stay out until
4.00 p.m., she aso wants him to spend less
time on leisure activities and more on reading,
writing, maths and English.

This has been an issue and a source of
conflict within the family for the past four
years. Sue eventualy told Peter he would
haveto enrol in aclass at an education centre
for people with alearning disability, which
would concentrate on reading, writing, maths
and English. If he refused Sue told him he
may have to leave home.

5. Carersshould be awar e of the tendency of
many people with lear ning disabilities saying
what they think will please thosein authority.

Some practical implications

People with learning disabilities may say what
they think staff, parents and others wish to
hear.

Staff should try to establish more equal
relationships with those they serve so that they
are seen less as authority figures.

Staff should look for ways to encourage
people to be more confident in their own
opinions and preferences. For example,
raising the self-esteem of people may help.

See ds0 8 below.

6. Wherethereisa conflict between
encouraging choice and another equally valid
principlethereisa need to explore a variety of
approaches to resolution.

Some practical implications

See agppendix 2 and note 13 under Resour ces.

When confronted by the dilemma of a person
pursuing a devaluing option three principles
may help:

- use persuasion, modelling and other forms
of socia influence

- impose coercion only where one would do
so legdlly inthe larger societal context i.e.,
where one would do so with other (valued)
citizens of the same age such as harming
self or others.

- usethe least restrictive dternative if one
does coerce.

It is not generally appropriate to forfeit one
principle for the other.

Staff need to be helped to deepen their
understanding of normalisation and the
balance to be kept between a number of
service design principles, through training and
supervision.

Many service managers are uncomfortable
with the tensions raised by engaging in
discussions with staff on theseissues. Thisis
particularly so when it appears that it is not
possible to give staff simple solutions and
advice.

Examples

Elizabeth, 45 years, carried avery large
cuddly toy with her when she went shopping.
Staff were concerned that this would be seen
as childish. Eventually she decided to giveit
away to afour year old child saying that she
was grown up now and the time had come to
put childish things behind her. This only
occurred after she had opportunities to be
treated like an adult after years of being
treated as a child.

John wishes to wear his overcoat and hat on a
warm summer’ s day to go to the local park.
Thiswould result in John being seen as odd
and possibly ridiculed by members of the
local community. He might be in danger of
being further isolated.

Tom is very fussy about hisfood and will
only eat swests, crigps, chips and will not eat
‘proper’ food such as vegetables, fruit, fish or
meat. Staff are concerned that Tom is not
having a balanced diet. They are unsure
about what their ‘duty of care’ is.
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7. However unrealigtic a person’s aspirations
seem people should not be dapped down and
have their dreams stamped on.

Some practical implications

Carers can use the person’sinterest as an
opportunity for learning and personal
development. The person could be
encouraged to find out what it would take to
pursue their dream. Along the way their
aspirations may change but their motivation to
explore will have enabled them to grow. This
is not a question of humouring people or
encouraging them to believe what you
consider to be impossible. Itissmply a
question of following the person’s lead.

It might be useful to explore what it is about
the dream that attracts the person. It might be
earning some money, having a companion,
gaining recognition. This could then be
explored using the PATH process (see note 6
under Resour ces).

Staff may feedl that they are wasting time
exploring something which they have decided
isimpossible. But if the personis actively
involved in the exploration then this can be a
valuable part of their personal development.

Examples

One person expressed an interest in playing
for Manchester United, another in being an
astronaut, another in getting married. Each
was dapped down and told not to be silly asiit
was impossible.

8. Although they should not be imposed upon
people with learning disabilities, staff are
entitled to their own moral values.

Some practical implications

If a carer does not approve of some aspect of
aperson’slife on mora grounds they may not
be obliged to provide the support heeded and
should discuss their concerns. If conflict
becomes severe then it might be sensible to

replace the staff. It isbest if mismatches can
be avoided at the time staff are appointed.

It is quite legitimate to use one' s influencein
teaching, by example and so forth, within the
context of good practice and the agency’s
policies.

Staff may not feel they aretelling the person
what to do (see 5 above). They may not like
to think of themselves as powerful.
Nevertheless, staff need to be aware that they
can have a strong influence on clients
choices.

Examples

One disabled person expressed antipathy in
racist remarks about a carer. Another
expressed great hostility and prejudice against
agay carer. Should the carers have been
moved? Should users who hire staff be
allowed to go against equal opportunities
policies of service agencies?

A non-smoking care worker is asked to work
in a house where a client smokes.

A vegetarian care worker is asked to cook
mesat for aclient’s meals.

A client on holiday in Spain expresses awish
to go to abull fight to a care worker who
cannot bring herself to go. This might have
been anticipated if there had been a discussion
before the holiday.

A woman care worker objectsto aclient’s
soft porn calendar.

9. Once decisons have been made or

prefer ences expressed and commitments made
to implementation which reguire the action of
staff or othersthere should be follow-up to
ensurethey are carried out.

Some practical implications

Structures are needed to remind those who
have made commitments to keep them and to
keep track of actions taken and progress
made. Circles of friends and individua



programme planning provide such structures.
Group pressures can be especially powerful in
ensuring implementation.

All concerned should help each other in giving
reminders, giving recognition for actions taken
and celebrating progress.

All concerned should fedl able and ready to
ask for help in ensuring actions are taken.

Tasks should be spread across a number of
people so that particular people are not
overloaded.

If participants do feel overloaded then more
people should be enrolled to assist (not
necessarily paid staff).

A client may change his mind. Staff need to
check from time to time to see whether he il
wants to pursue the original choice.

Organisation Issues

10. The palicy of the service should include a
statement of intent supporting the aim of
extending personal control over one'slife as
much as possible.

Some practical implications

A board member should have responsibility
for ensuring implementation.

All staff should undergo training so that they
are aware of reasons why choiceis an
important issue: the common experiences of
being controlled, having decisions made for
one, being considered irresponsible or
incompetent and denied opportunitiesto learn
to take responsibility.

All new staff should be oriented to thisaim at
induction.

All staff should be socialised into this policy
through training, supervision, staff meetings
and by example of managers and board
members.

The organisation should have arisk
management policy to give staff guidance on

11

handling situations where there may be
harmful consequences.

Person centred planning is an approach which
focuses on involving the person in making
decisions about their life.

People with learning disabilities should be
involved in decisions on hiring of direct
contact staff especialy those providing
support in one’'s home.

Facilitated communication has become
popular as away of helping peopleto
communicate. Managers should ensure that
guidelines for good practice are adopted and
that facilitators are properly trained.
Facilitators need to be aware of the pitfalls
and how to establish the validity of
communications.

Example

David burnt his hand on the cooker when he got
up a 5am one morning to make beans on toast.
His mother became angry with the instructor at
David's day centre who had been teaching
cooking the day before.

11. Concer ned people and organisations
should have access to a local standing ethical
committee which includes outside people and
which is available to discuss difficult decisions
asrequired.

Some practical implications

The committee should have diverse
representation from different professions. It
should include representation of independent
agencies which represent the interests of
clients and carers.

Members of this ethical committee need to be
recruited and oriented to their responsibilities
so that they are well prepared for whenever

the need arises for them to be called together.

All concerned, including clients, family
members as well as staff and others should
know of the role of the ethical committee and
how it can be caled on.



Example

A woman who has had a number of infections
and also lost weight gives cause for concern
about her health. However, she refuses
medical investigations. Staff fear that she
may suffer a curableillness or even
preventable death. They have tried to
desensitise her to get her to tolerate medical
examination but without success. They have
explored every angle they can think of. The
question was discussed at an ethical
committee of whether forcing her to undergo a
general anaesthetic, to permit the relevant
medical tests, was legally judtifiable and
ethically acceptable.

12. All staff should have opportunitiesto
review choice situations (especially those
which give rise to difficulties) in supervision
sessions, in staff meetings and ethical
committee meetings.

Some practical implications

There should be a supervision system with
regular and routine supervision sessions for
all staff.

Staff should be able to contact a supervisor at
any time to discuss problematic decisions.

Supervisors should raise questions about
choicesin supervision sessions to see if issues
need exploration.

Supervisors should be trained in supervision.

Staff sometimes have to make decisions on the
spot. Preparation and training may help but
sometimes there won't be time to discuss the
issue with others. You do the best you can
under the circumstances and then review it
afterwards to see what |essons there are.
Would you do it the same way next time or
differently and why?

13. Wherethereis concern about possible
damageto a person and an intervention is
proposed to prevent or reduce such harm
which may go, or appear to go, against the
wishes of the person then a planning processis
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required which includesinput from a mix of
relevant interests, including the person, family
and various professionals and agencies.

Some practical implications

It may be appropriate to refer the situation to
the local ethical committee in addition to the
planning process referred to in this guideline.

14. Manager s need to develop a culture of
integrity, through their own actions, teaching,
supervision and expectations!4.

Some practical implications

Managers need to recognise that some people,
including staff, may act in a self-serving way
rather than in the best interests of those they
serve.

If clients have a network of people who take
an interest in them then it is more difficult for
staff and othersto get away with self-serving.

Managers should know the people served so
that direct contact staff and others would not
find it so easy to get away with self-serving.

Example

Thomas (home leader) indicates to Gill, the
Speech Therapigt, that Angela (service user)
does not want to have speech therapy. (It was
an |PP objective). Thomassays- ‘Itis
Angela s choice and we must respect that’.
Angela does not receive speech therapy.

Four weeks later the recently in post Assistant
Director wishesto visit the house where
Angelalives. The Assistant Director istold
by Thomas (home leader) that thisis
inappropriate, because it is their home and it
is not a goldfish bowl.

The Assistant Director then asks Thomas if he
will ask the service users (Angelaincluded)
what their views are on such avisit. Thomas
replies that they are quite severely disabled
and not capable of making an informed choice
about the matter.



Clearly the staff agenda about social role
valorisation and peopl € srightsis paramount.
Where Angela s views coincide with staff
beliefs, sheis apparently (in their eyes)
capable of making an informed choice.
Unfortunately, Angelais not even given the
choice of expressing aview wherethereisa
danger that the view would contravene a staff
belief system that is considered of great
importance.

In this example not only is choice only
enabled if it fits with staff beliefs, but
Angela srights are contravened by the people
who purport to be upholding them.

Members of a group home each contributed
money to buy a static holiday caravan which
was subsequently rented out, when they were
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not using it, to bring in extraincome for
staff.

Purchasing

15. Purchasers of services should require
providers, through service quality
specifications, to show clear evidence of
substantial effort to implement guidelines such
asthose above.

Some practical implications

Evidence would be sought in palicies, job
descriptions, training, supervision, and
feedback from clients, family members,
advocates, friends and staff.
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Appendix 1:

Working Group Membership
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Paul Sutton

Manager, Learning Disability Services,
Rochdale NHS Trust.

Member North West Training & Development
Team and Training Officer, Bury Social
Services.

Parent

Parent and Trafford Community Health
Council member.

Working Group Convenor. Member North
West Training & Development Team.

Parent and Mencap District Officer, Greater
Manchester.

Director, Outreach, Prestwich.



Appendix 2:
What to do when a person pursues a denormalising option

From: Wolfensberger, W., The Definition of
Normalization: Update, Problems,
Disagreements and Misunderstandings, In
Flynn, R., and Nitsch, K., 1980,
Normalization, Social Integration and
Community Services. University Park Press:
Baltimore.

In this extract Wolfensberger discusses a series
of considerations that should be reviewed by a
person confronted by the dilemma of a person
pursuing a denormalising option.

1. Asaprecondition to almost any course of
action, it is often necessary (especially with
adults) to determine whether a person
understands the problem that is at stake, the
specific aspect of hig’her own functioning and
identity, the likely (or even quasi-certain)
consequences of higher own behaviour, and
the nature of a proposed measure.

2. Inorder to raise aperson’'s level of
understanding, or to move him/her toward a
desired course of action, the utilization of
culturally normative informal avenues or
social influence should be explored and
applied to the point of grosdy diminished
returns. Many people who choose non
normalizing options have had little or no
relevant education or training, perhaps have
never had the opportunity to interact in a
positive fashion with a valued and adaptive
age peer, and/or have never had the nature
and consequences of their choices interpreted
to them. Thus, humerous options are
typically available for noncoercive change,
including systematic and long-term
reinforcement for emitting the desired
responses. Except in emergency situations,
coercion should not even be considered until
social influence options have been exhausted -
and only too often these have never even been
tried in avalid fashion.

3. Particularly where adults of legal age are

involved, it is often essential to ascertain a
person’s level of competency for making
important decisions.

. Ininstances in which a person does not appear

to be competent, it must be determined whois
formally responsible for the person under law
and/or informally in fact and practice. Here
one must not merely be oriented to the
formalities of the law, but also to the redlities
of special socia relationships, and an
individual who has carried de facto
responsibilities for the person in question
should be accorded extensive respect and
participation in the decision-making process.

. If aperson isaminor without a competent

guardian or an adult who is significantly
impaired in competence, a guardian should be
appointed. This guardian should be aminimal
guardian, i.e., the guardianship role should be
specified by the court to be no more extensive
than the person’simpairment warrants.

. Ininstancesin which shortcomingsin

competency to understand or act do exist, it
then becomes important to determine what has
been and can be done to increase competency;
whether the measures that have been
employed have been adequate; and if they
have not been adequate, whether thereisa
reasonable likelihood that additional measures
may increase the person’s potential for
comprehension and competency.

. In the case of children, coercive methods

applied normatively to valued children
(exacting obedience, being under the physica
and largely aso the social control of parents
or parent surrogates, etc.) may be applied,
athough socid influence methods should
generaly be given priority over coercive ones.

. Before applying coercion to an adult, it should

be determined whether the issue at stake is so
important as to warrant the coercion. The



issue should be carefully examined not only in
its own right, but also in relation to other
issues that involve the person, and that may
very well have a higher urgency. Anissue
that may be important, if it isthe only one at
stake, may recede into insignificance when it
coexists with half a dozen other and even
more important ones.

9. Itisimportant that, to the highest degree
possible, the person understand not merely the
demands made upon him/her by an
interventive measure, but also the likely
benefits if the measure is successful, or the
potentially unpleasant consequences if it
should fail.

10.The people in power who are involved should
develop aclear picture in their minds just
what is a stake in the proposed intervention,
what infringement of the person’ s rights might
be entailed, and what the upper and lower
limits of the likely outcomes are apt to be.

11.1f proper legal and moral means are used to
override a client’s wishes and rights, the
duration of this state of affairsisto be
considered. Other things being equal, short-
term structures are more defensible than long-
term ones.
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12.L egalities, lack of resources, the person’s
condition, etc., may be such as to render
effective intervention an impossibility, at least
in terms of making a significant differencein
aperson’slife. In some cases, all one can do
is to share suffering and walk with a suffering
person without effecting more than amoral
victory.

The above discussion could continue at
considerable length, and many other
considerations could be listed. No claim is made
that the issue is treated exhaustively; only some
of the more common and illustrative points have
been listed.

A related consideration here is whether one has to
invoke a trade-off or acompromise. Briefly, a
trade-off occursin asituation in whichiitis
impossible to optimize both horns of a dilemma
In contrast, a compromise implies that both horns
can be optimized, but that present conditions are
such that one must or does sacrifice something
that, in theory, is quite obtainable.
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Appendix 3:

Training

It has only been possible in these guidelines to
touch on major issues. To gain a deeper
understanding it will be helpful to reflect on these
issues in supervision (for staff) and in training,
using this report as abasis. Training could be
arranged within an agency or unit of service such
as aday centre. Better would be to run a
workshop with a mix of peopleincluding service
users, family members, direct care staff,
managers and others. These notes suggest some
ideas for training.

Ask participants to think of examples from their
own experience where choice was an issue.

Describe the situation relating to the choice.
Include:

-who wasinvaolved

-how was the disabled person involved?
-whose view prevailed?

-was the outcome satisfactory?

Then consider questions which will help
reflection and discussion e.g.:

Please send comments on the guiddinesincluding
suggestions for additional guidelines for afuture
revision to:

NWTDT,
Caderstones,
Whalley,
Clitheroe,
BB7 9PE.

What questions does this example raise for
you?

Who €lse could or should have been
involved?

-how could they have been involved better?

-what would have helped to involve them
better?

What dternative outcomes might there be?

-what would have been a more satisfactory
outcome?

-how could this have been brought about?
Are any of the guidelines relevant?

Arethere implications arising from the
exampleeg.:

-for operational procedures?
-for changes in the law?

Can you invent another guideline derived
from your example?



