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Introduction

Interest in advocacy, in al its different forms,
has been growing. In the North West there
have been a number of innovative projects
stimulating the devel opment of self advocacy,
leisure advocacy, citizen advocacy and
collective advocacy. Service agencies have
appointed advocates to assist in improving
services for individua people, and have been a
the receiving end of representations made by
family advocates, independent advocates and
legal advocates.

Both provider and purchasing agencies have
been touched by the expanding advocacy
movement. Inevitably, with arapid expansion
of activities directly relevant to both learning
disabled people and service agencies, tensions
have arisen, confusion has emerged and some
professionals feel under attack. If agenciesare
to remain open to the positive possibilities for
change suggested by advocacy it will be
necessary to gain some clarity about its
different forms and to explore the possibilities
for further devel opment.

This report summarises some of the key
features of different forms of advocacy. It then
goes on to present the results of a survey of
provider and purchasing agencies involvement
in advocacy. Short case studies of successful
and unsuccessful advocacy are presented in
order to highlight the advantages to both
disabled people and service agencies of
effective advocacy. Thereport is offered asa
discussion document for agencies to:

useininterrogation of the extent to which
their own practices and procedures support
or obstruct the growth of effective

advocacy

help in examining the opportunities for
stimulating further development of
advocacy, particularly for those with
profound and multiple impairments, and in
ways that are independent from services

It is recommended that resources are clearly
alocated to the development of diverse forms
of advocacy throughout the region.



Overview of Advocacy

A recent discussion of the relative merits of
different forms of advocacy for people with
disabilities! suggests that advocacy ‘involves a
person(s), either an individual or group with
disabilities or their representative, pressing
their case with influential others, about
situations which either affect them directly or,
and more usually, trying to prevent proposed
changes which will leave them worse off. Both
the intent and outcome of such advocacy
should increase the individual’ s sense of power;
help them to fed more confident, to become
more assertive and gain increased choices'.

More formally, adictionary definition? of
advocacy is.
‘active support especidly of acause'.

The same dictionary defines an advocate as.

To support or recommend publicly; plead for or
speak in favour of.

aperson who upholds or defends a cause;
supporter.

aperson who intercedes on behalf of another.

aperson who pleads his client's cause in a court
of law - (see aso barrister, solicitor, counsellor).

Scottish law, the usual word for counsel .3

Advacacy, here, means speaking up on behalf
of aperson or an issue.* When advocacy isin
relation to one person, it is to safeguard that
person's interests and rights e.g. to protect the
person from abuse or to present their vision of
afutureif they are unable to do so themselves.

When advocacy isin relation to an issue, it
would usually benefit anyone affected by that
issue e.g. persuading the health authority to

1 Brandon, D., Brandon, A., & Brandon, T., Advocacy:
Power to People with Disabilities.

2 Caollins English Dictionary.

3 Thanksto Judi Stewart for the clear and concise descriptions

of different forms of advocacy contained in this section of
the report.

4 Gathercole, C., 1987, Forms of Advocacy, NWTDT.

close along-stay hospital and move the
residents to homes of their own.

Wolf Wolfensberger® proposes that advocacy
has three additiona points:

advocacy requires vigour and vehemence.
So, an advocate must ensure their message
isgiven loudly, clearly and at least as
vigoroudly as she would speak for herself.

advocacy implies adistinct cost to the
advocate. Thisisin terms of time, stress,
money and emotion. If it istoo easy, then
it probably isn't advocacy. Taking on the
role of advocate is not a soft option.

advocacy must aso be structured so asto
be maximally free from conflict of
interest. The advocate must bein a
position to say and do what is necessary.

Who needs advocacy?

At different timesin our lives we may al need
paid advocates such as solicitors, trades union
representatives, and so on. Family members
and disabled people themsealves have spoken
out, long before the terms *advocacy’ and * self
advocacy’ were introduced to services.

Vulnerable people, however, need others with
more powerful voices to stand with them and
lend their influence to their attempts to fulfil
their rights to full citizenship. Often they are
devalued, seen as second class citizens and
experience unfair discrimination and rejection
by society. They may be treated without
respect, left out of ordinary community life,
experience physical or emotiona abuse,
exploitation or neglect. Their opportunities are
unfairly limited by the way other people see
them. People with these experiences may
include those who have:

alearning disability
mental health difficulties
physical impairments

5 W Wolfensberger, 1977, A Multi-component
Advocacy/Protection Schema, Canadian Association for
the Mentally Retarded: Toronto.



sensory impairments
and people who are:

older

homeless

poor.

The nature of advocacy

Advocacy is awell-established concept in many
different settings and cultures throughout the
world. Itisareatively new concept in human
services, being rarely used in human services
literature prior to the 1970's.

Solicitors, and barristers are recognised as
Lega Advocates. Accountants, Welfare Rights
Officers and Trade Union representatives put
forward cases for fair treatment daily. These
people are paid, trained, competent and

familiar with the system within which they are
working.

Service workers (i.e. social workers, doctors,
nurses et al) have been expected and are
accustomed to speaking on behalf of people
who have specia needs over many years.

Family members have represented their views
and those of the person in need in a variety of
settings over the centuries.

People who have special needs are
discriminated against in many different ways
and have to fight to gain basic rights - to be
treated as other members of society in
education, employment, housing, relationships,
health services, transport and access. Some
people with disabilities speak for themsalvesin
all situations, others need help to express
opinions and to have them heard.

Groups of people who have similar experiences
or difficulties come together to focus on general
issues and to challenge the system, and lobby
M.P.setc.

Particularly within services for people with
mental health difficulties there is a movement
towards other service users, either current or
past, representing the views of someone whose
interests need safeguarding.

There are organisations (e.g. MIND, Vaues
into Action and MENCAP) who take up issues

at anational level, influence government policy
and lobby for new legidation.

Forms of advocacy

It is useful to describe different forms of
advocacy. Whilst different writers may
describe the various forms dlightly differently,
the following discussion will consider self
advocacy; peer advocacy; advocacy by
families; in-house representation; independent
advocacy; professional advocacy; legal
advocacy; citizen advocacy; and collective
advocacy.

Each form of advocacy may subsume or
overlap with each of the others and so cannot
always be clearly separated. It is, however,
useful to clarify the purpose and limitations of
each form.6

‘We have become familiar with the notion of
comprehensive services. We aso need
comprehensivenessin advocacy forms which
will complement both service provision and each
other. Thereismuch to be said for each form of
advocacy restricting itself to its own function and
not attempting to take on other forms. Basic
rules of citizen advocacy, for example, arethat it
should not take on collective advocacy and staff
should not take on staff advocacy functions.
Clarity of purpose helps al concerned to focus
their efforts most effectively and avoid
dissipating energies.’

Self advocacy

Self-advocacy is aterm used in two different
and separate ways.’

Self-advocacy can be how a person
develops and gains confidence and abilities
to express his or her own fedlings and
wishes

and

Self advocacy can mean groups of people
getting together to collectively speak out
about joint concerns

but, inevitably the two are interwovens.

6 Gathercole, C., 1987, Forms of Advocacy, NWTDT.

7 Based onwork by K Simons, Sticking Up For Yourself,
Joseph Rowntree Foundation and Community Care,
November 1992.



Many self-advocacy groups have been initiated
by staff. Early studies by Bronach Crawley®
suggest that only 9.3% of groups were formed
following requests from people with learning
disabilities themselves. However, by 1989,
Andrea Whittakerl0 found that this figure had
risen to about 33% of groups.

There are probably many good reasons for staff
setting up self-advocacy groups but they have a
responsibility to consider what is happening
now within that group, to listen to the group
members and to evaluate with the group their
role (if any). Steve Dowson and Andrea
Whittaker!! [ook at the role of the advisor in
supporting people with learning disabilitiesin
sdlf-advocacy groups and pose a series of
guestions for study and discussion at the end of
each chapter.

The self advocacy movement within Mental
Health Services has developed from patients,
clients or residents councils which are the
terms used to describe a meeting of people
using services within aday centre, unit,
residential setting or hospital ward.

As seen in the definition, self advocacy isa
term which is used in two different and
separate ways - individually or collectively.

Self-advocacy groups are run by the members,
and they determine the direction and purpose of
their activities. Ken Simons!? identified a
range of models of self-advocacy groups,
including:

discussion groups in adult education
settings

service-based groups, like elected centre
committees

8 JSkelton, 1996, Exploring Issues Surrounding Self-
Advocacy by People with Learning Difficulties via
Participant Observation, Unpublished MSc Thesis,
Manchester Metropolitan University.

9 B Crawley, 1982, The Feasilbility of Trainee-Committees
as a Means of Self-advocacy in Adult Training Centres
in England & Wales, Hester Adrian Research Centre,
Manchester University.

10 A whittaker, 1989, How Are Sdif Advocacy Groups
Developing? Kings Fund Centre.

11 spowson and A Whittaker, 1993, On One Side, Values
Into Action in association with the Kings Fund Centre.

12 K Simons, November 1992, Sticking up for Yourself,
Joseph Rowntree Foundation and Community Care.

independent People First groups.

Peer advocacy

Peer advocacy involves one to one support by a
service user, past or present, to help another to
express and fulfil his’her wishes.
‘ Effective peer advocacy is grounded in group
self-advocacy, and is best linked to it. This can
ensure both its accountability to local service
users, and that all the services which people with
mental health problems use are changed for the
better, by making them more accountable and
responsive to the people who use them.’ 13

People who have experienced the same or
similar problems are uniquely qudified to
support an individual through atime of crisis.
Peer advocates are encouraged by Edna
Conlan'4 not to give advice but to introduce
people personally to the appropriate agenciesin
the community who can give the most up-to-
date information.

User-run peer advocacy is seen asan
empowering model for an independent,
individual advocacy service.

A peer advocate can bring empathy and
strength to a service user. This empowers the
service user in ways that are different from an
independent advocate.

However, staff attitudes have to continue to
change, adjust and develop to new relationships
with service users to ensure peer advocates
have the maximum impact.

Peer advocacy is developing and there are
many issues being explored, particularly in
relation to training (about service systems,
about aspects of mental illness, drugs),
support, remaining independent and not
becoming ‘ professionalised’ by the services
which they are challenging.

Advocacy by families

Family members will have many years
experience of asserting the rights of their
children (even when they are adult) to services
and to a decent standard of living and life

13 E Conlan, 1994, Peer Advocacy, Chapter 3, Advocacy - a
Code of Practice UKAN.

14 E Conlan, 1994, Peer Advocacy, Chapter 3, Advocacy - a
Code of Practice UKAN.



opportunities. As Brandon et al> point out
they ‘get no training or payment and bring
considerable concerns, intimacy and passions
to the process of representation as well as
despair and exhaustion. Often they are
uniquely qualified and involved to make strong
cases .

Despite this, it will not always be in the
disabled person’s best interests to have their
family members advocate on their behalf.
Some relatives have different concerns from
their disabled members and they are not aways
able to disentangle them. More importantly,
‘families can be a source of oppression,
depending on the sorts of relationships people
have developed and their understanding of the
meaning of disability’16.

Conflicts may arise between disabled people,
gpeaking for themsalves and family members or
between other advocates for the disabled person
and their family members. Of particular
difficulty for many family members are the
issues connected to persona relationships,
sexudity, independence and risk. All of these
issues highlight the competing drives of
protection and liberation experienced by many
family members.

Notwithstanding the difficulties and tensions
inherent in advocacy by family members, it can
sometimes be difficult for welfare servicesto
open themselves to this form of advocacy, and
to value the contributions that family members
might make to their sons' and daughters’ lives.

Carers are seen as (a) aresource to be
exploited; (b) as partnersin providing care; (¢)
as clientsin their own right; or (d) as a barrier
to independent living!’. It is often as barriers
to independent living that carers advocating on
behalf of their disabled family members are
seen.

15 Brandon, D., Brandon, A., & Brandon, T., Advocacy:
Power to People with Disabilities, p.47.

16 Brandon, D., Brandon, A., & Brandon, T., Advocacy:
Power to People with Disabilities, p49.

17 Twigg, J, & Atkin, K., 1994, Carers perceived: policy
and practicein informal care, Open University Press.

A recent innovative course has been introduced
in the NW18 that helps family members become
effective advocates for their disabled members
and for disabled people in general, underpinned
by athorough understanding of civil rights,
values and beliefs underlying supported living,
and the service system.

In-house representation

In-house representation is seen as part of the
responsibility of social workers, nurses and
others to speak up for individual service users.
Clearly, thisisvital but there isa conflict of
interest as the worker is often paid by the
organisation he/she is taking issue with.

Many paid staff working in human services
(statutory and voluntary sector) have a
significant role to play in representing
individuals whom they are working within a
variety of situations. Thisisanintegra part of
the role of socia workers, nurses and others.
To avoid confusion, thiswork is best called
representation, not advocacy.

Paid service workers have a responsibility to
ensure that each individual they are working
with receives help which meets his or her
needs, taking account of the person's wishes.
However, service workers are responsible for
many clients at one time, have to take account
of organisational pressures, are influenced by
persona interests and are accountable to
managers. These factors create a conflict of
interest. Paid staff can only go so far in their
representation of an individual, particularly if it
iswithin their own organisation. Paid staff
have aresponsibility to represent their clients
which they cannot avoid but should recognise
their conflicts of interest and work with
independent advocates to ensure individual
needs are met.

Independent advocacy

Independent advocacy is often undertaken by
volunteers. It offers a one-to-one relationship,
with advocates assisting disabled people to
express their wishes and feelings. Sometimes it

18 Gathercole, C., & Elwell, L., 1997, Partnersin
Policymaking: Thefirst UK course, NWTDT.



may be necessary for the advocate to speak for
the person. Independent advocacy has some of
the elements of citizen advocacy but does not
adhere to the criterialaid down (see below).
Individual (volunteer) advocacy often has some
elements of professional servicesi.e. record
keeping, accountability to a co-ordinator,
supervision of advocates, and payment of
expenses, but is undertaken by volunteers.
Thisform of advocacy appears to have
developed

in response to statutory services
procedures which require the use of
advocates

as voluntary organisations respond to the
needs of the people they are already
working with

alongside citizen advocacy and the sdlf-
advocacy movement.

Thereis adilemma about the real independence
of agencies providing advocacy services, when
much financial support is from statutory
services.

Increasingly, services specificaly recruit an
independent advocate to represent the best
interests, or even the perspective, of adisabled
person who cannot speak for themselves. This
is often done in the midst of conflicting views
above what is best for the person, between
different professionals or between family
members and professionals. This form of
advocacy is best undertaken by a person whois
skilled in interpreting behaviour and in
communicating with severely impaired people,
and who has the investigative skillsto gain
information about what the person’s life might
be like now and in the future, aswell asa
thorough understanding of the values and
practicalities of independent living. He or she
should be able to assess the adequacy of
professiona interventions and to understand the
service system. Asthistype of advocacy role
is commissioned and often time-limited, it is
best thought of as quasi-advocacy.

Quasi-advocacy is arelatively weak form of
advocacy and depends on the willingness of
those who commissioned the work to listen to
and take account of the advocate’ sviews. It
will often develop into either independent or
citizen advocacy, if the advocate is not taken

serioudy. Thereisatendency for
commissioning agencies who do not like either
an independent or quasi-advocate' s views to
dismiss her or him and appoint another. This,
too, can giverise to the first advocate becoming
a citizen advocate and contesting the views of a
newly appointed advocate if they are different.

Professional advocacy

Professional advaocacy involves a paid person
working independently of services,
representing the interests of aperson. (Thisis
different from services staff speaking up on
behalf of a service user which should be seen
as in-house representation to avoid confusion).
Community Health Councils and Citizens
Advice Bureaux are both agencies which might
be said to engage in professional advocacy.

In the Netherlands, the Independent National
Foundation for Patient's Advocates employ and
manage patient advocates for al the Dutch
psychiatric hospitals. The hospitals are obliged
to pay afixed amount towards funding the
advocates. Thereistraining, a published
manual, standardised duties and working
methods for the advocates. The advocate's role
is to take up issues for and with individual
patients, not to look at wider issues.1?

Edna Conlan?® suggests that professional
advocates sometimes adopt an expert model of
advocacy which involves them in giving advice,
prioritising options, counselling and mediation.
These activities may not encourage
empowerment through advocacy.

Where there is funding by statutory services for
advocacy workers, there is a danger that the
workers have the same clash of interests as
paid service workers. A professional advocate
must be working with and for their partner and
not as an additional worker for statutory
services.

A particular and specialised form of
professional advocacy islegal advocacy.

19 p Brandon, 1991, Innovation without change?
Macmillan.

20 E Conlan, 1994, Advocacy in Mental Health, from
Advocacy - A Code of Practice. UKAN.



Legal advocacy

Legal advocacy is representation by legaly
qualified advocates, usually solicitors or
barristers.

Advocacy is probably most commonly
understood in relation to lega advocates and
continues to be the basis of the Scottish legal
system. Many citizens will require the use of a
legal advocate at some time, to move house, to
make awill or to represent them in court.

In 1989, the Law Society initiated a general
debate about the law relating to vulnerable
people, by publishing a document on mental
incapacity and decision making.2! It suggested
that advocacy schemes should be developed
and that statutory services and courts should
recognise advocates acting with or for a
dependent person. The Law Commission
subsequently published a paper2?
acknowledging that there was growing support
for the role of independent advocates.

Citizen advocacy

Citizen advocacy is a one-to-one, long-term
partnership between a service user and a
citizen.

The citizen advocate's commitment isto the
person with adisability. She or he gives
hig/her time without pay and is not connected to
the disabled person through a servicerole.
Where necessary the non disabled person helps
the disabled person to speak up for him or
herself and /or to speak for them if appropriate.

Citizen advocacy is based on the belief that all
people have values and rights, irrespective of
their disabilities. Citizen advocacy's objective
isto empower those people who have been
excluded or kept powerless by linking them to a
valued citizen and bring them into full
membership or the community.

John O'Brien sees avalued citizen as someone
who is ‘ connected to the networks of people

21 | aw Society, 1989, Decision making and mental
incapacity: a discussion document, Law Society’s Mental
Health Sub-committee.

22 |_aw Commission, 1991, Mentally incapacitated adults
and decision making: an overview. Law Commission
Consultation paper no2 119, HM SO.

and associations that make up community life
and willing and able to act with - and perhaps
for - another person’ .23

Citizen advocacy relationships are, therefore:
Unpaid.

With minimal conflict of interest. The

advocate's loyalty is to the person he/she
represents and is central to the success of
the relationship.

Onetoonereationships. Thefocusis
on oneindividua who isin arelationship
with a person who is not disabled. This
starts to ensure positive interactions with,
and interpretations of people who have
disabilities.

Sustained relationships. The relationship
between an advocate and the person
represented should have the capacity to
develop over along period. Thisis
important as people who have disabilities
often have to cope with frequent staff
changes.24

Citizen advocates are recruited through a
citizen advocacy scheme which is independent
from service providers in administration,
funding and location to ensure that conflicts of
interest are minimised. A citizen advocate is
recruited for a specific disabled person. Each
relationship will, therefore, be unique and
different roles will be undertaken by citizen
advocates.

Advaocates may help to solve practical or
material issues e.g., help with shopping, voting,
claiming DSS benefits or representing the
person at an Individua Planning meeting (this
is seen as the instrumental role). The advocate
islikely to be involved in meeting their
partner's need for communication, love and
support (expressive role) by sharing significant
activities and events, family and friends and by
offering support during acrisis. An advocate
could be involved in either of theseroles or a
combination of both.

23 JOBrien, 1981, Learning from Citizen Advocacy
Programs. Georgia Advocacy Office, Georgia, USA.

24 Based on N Carle, 1984, Key Concepts in Community
based services - Citizen Advocacy, CMH.



Some advocates undertake forma roles, which
could include - Appointee (for DSS benefits);
Receiver (for Court of Protection); Attorney
(Power of Attorney); Guardian (Mental Health
Act 1983); Responsible Adult (Police and
Criminal Evidence Act (PACE) 1984).

Whatever tasks are undertaken, the advocate
must undertake them vigoroudly, ensuring that
they define situations from their partner’s point
of view and that their views carry as much
weight as others.

Citizen advocacy is NOT a befriending
scheme; in-house representation; group
advocacy; nor an extension of services.2

Collective advocacy

Collective advocacy is when a group of people
come together to pursue an issue which affects
more than one individua. This concept
overlaps with the work of self-advocacy
groups. Class advocacy refers to
representation affecting a certain group of
people, such as homeless people, and may be
undertaken by the people themselves or by a
campaign group on their behalf.

Collective advocacy is ‘not concerned with
individual grievances, but with patterns of
problems, difficulties, shortcomings, and
possibly with class needs.’26 Wolfensberger
argues that collective advocacy bodies should
be independent of direct service provision.

Collective action contrasts with individuals
working in isolation. Collective advocacy
focuses on genera issues rather than individual
difficulties. The skills needed in collective
advocecy are different from those used in
working with individuas. They would include
committee work, managing finances, planning
press handouits, the use of the mediato
influence policies, and campaigning.

Thereis considerable confusion between the
collective and self-advocacy processes as much

25 Wolfensberger, W., & O'Brien, J., 1979, CAPE -
Standards for Citizen Advocacy Program Evaluation,
NIMR, Toronto.

26\ Wolfensberger, 1977, A Multi-component
Advocacy/Protection Schema, Canadian Association for
the mentally retarded.

of the work undertaken in self-advocacy
groups could be described as above.

The power of people undertaking collective
advocacy can be seen in the amendments to the
recent Disability Discrimination Act. Different
campaigning groups worked together,
presenting a united front on asingle issue.
They lobbied M.P.s, attended meetings, held
demonstrations, organised petitions, wrote
thousands of |etters, made thousands of
telephone calls and used the media at all
opportunities to press their case for mgjor
reforms.

Difficulties exist for collective advocacy
groups as they have to get close enough to the
system to influence its activities but if they get
too close, they are in danger of losing their
independence and being co-opted into the
system they seek to change.



Survey of Advocacy in the NW

In order to get some idea of the extent and
nature of advocacy throughout the North West,
asurvey was carried out at the beginning of
1996. Questionnaires were sent to all provider
service managersin health and socia services,
to independent organisations concerned with
providing care and concerned with advocacy,
and to commissioning agencies in health and
social services. Replies were received from 28
social service agencies operating in six districts
in Lancashire, Wigan, Oldham, Trafford,
Rochdale, Bolton and Wirral; six hedlth
providers from Trafford, Lancaster,
Warrington, Rochdale and the Royal Albert
Hospital; one private provider; three
independent agencies concerned with advocacy;

one socia service commissioner and six health
commissioners from Manchester, Trafford,
East Lancashire, South Lancashire, Lancaster
and Wirral.

It isimpossible from these replies to gauge the
extent of advocacy throughout the region.
However, some patterns in the practice and
experiences of advocacy can be discerned.

Of all the people with learning disabilities
involved in some advocacy activities in social
service agencies, 40% receive advocacy from a
staff member, and 31% are involved with self
advocacy groups. Only 3% receive advocacy
from an independent person and 1% as part of
citizen advocacy (seefigure 1).

Figure 1: Percentage of people with learning disabilities involved with different
types of advocacy: Social Services (N=28)

The picture is similar within health services,
with proportionately more people involved with
sdlf advocacy groups (59%) and 20% with
advocacy from a staff member. Still a

relatively small percentage of people are
involved with citizen advocacy (6%) or with an
independent person (7%) (see figure 2).

Figure 2: Percentage of people with learning disabilities involved with different
types of advocacy: Health Services (N=6)



At least two of the three voluntary
organisations are primarily concerned with
advocacy activities. The situation for those
people involved with advocacy within these

voluntary organisations, is quite different.
68% of people are involved with citizen
advocacy and 27% with advocacy by an
independent person (see figure 3).

Figure 3: Percentage of people with learning disabilities involved with different
types of advocacy: Voluntary Organisations (N=3)

There were insufficient data from the private
sector to present. It seems, therefore, as if
statutory provider agencies have supported the
growth of self advocacy (especially group self
advocacy). Furthermore, staff consider
themselves to provide widespread advocacy.
They have not, however, been successful in
stimulating the growth of independent and
citizen advocacy from within their services. If
these types of advocacy are to grow, advocacy
services contained within the voluntary sector
will need to develop. Thisview is supported by

the information available about who is doing
the advocacy work within the different types of
agencies.

Within health and socia services, 81% of
advocates are staff members, and only 11% of
advocates are independent people, with a
further 6% of advocates acting as independent
facilitators of self advocacy groups. 1% of
reported advocates are lawyers and 1% of
advocates belong to independent groups (see
figure 4).

Figure 4: Percentage of advocacy activities undertaken by different groups of
people: Social Services, Health Services (N=28 social services and 6 health
services)



In contrast, the independent agencies report
76% of advocates being independent, with a
further 10% belonging to independent groups

(seefigure5). Itisdifficult to draw many
conclusions from this, as only three
independent agencies returned questionnaires.

Figure 5: Percentage of advocacy activities undertaken by different groups of
people: Voluntary Organisations (N=3)

The bulk of the resources provided by the
statutory agencies for advocacy focus on the
training of people with learning disabilities
(21%), providing a venue for groups (18%) and
the training of self advocates (13%). Only 8%

of resources are directed at the recruitment of
advocates, 6% for the production of guidelines
for independent advocates and 7% for the
training of advocates and family members (see
figure 6).

Figure 6: Resources provided by agencies for advocacy (percentage of total
resources identified by activity)

All the statutory services encourage advocacy
that represents the person’s best interests and
seeks to represent the person’s views.
Advaocates are also used widely to obtain
peopl€e' s views, enable participation, provide
criticisms of the service as means of diciting

complaints, consultation and in the assessment
of need. AsFigure 7 shows, relatively few
services encourage advocacy as part of
criminal proceedings, the inspection of services
and for enabling collaboration.
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Figure 7: Issues featured in the practice of advocacy by health and social
services (number of services identifying particular issues N=28 Social
Services; 6 Health Services)

The only issues reported not to be taken up by
voluntary agencies, were service evaluation, the
inspection of services and crimina proceedings.
The private agency in the survey advocated on
the following issues: complaints, representing
the person’ s views and best interests,
assessment of need, obtaining person’s views,

consultation, resolving disputes between family
members and the service, information and
advice and criminal proceedings. 40% of all
advocacy within the private agency was
provided by a staff member and 50% by
another professional.



Case Studies of Successful Advocacy

All agencies were asked for an example of
successful advocacy. The examples are
reported from the point of view of the person
completing the questionnaire, and may not
reflect all interested parties views. The
advantages to the individuals include the
gaining of civil and legdl rights, the
maintenance of financial rights, support for
independence, increased ability to make choices
and to be heard in relevant decision making, the
development of relationships and support of
existing relationships, the enhancement of self
esteem and improved quality of life. The
advantages for agencies of welcoming
advocacy are in terms of promotion of civil and
legal rights, reducing conflict at the interface of
the family and the service, the execution of high
quality professional practice, the development
of service procedures and policies and progress
in public education.

Promotion of civil and
legal rights

Advocacy can serve avital role when service
agencies fail to uphold learning disabled
people' s civil and legal rights. This example
addresses a number of rights and shows how
even if the original wrong cannot be righted,
future rights may be protected.

An advocate supported alady with alearning
disability who is the natural mother of ayoung
child at the Children’s Services Planning
meeting. The childisin foster care. The foster
parents plus the children’s services planned and
carried out the child's christening without taking
into account the views of the mother. The child
was christened in a Church of England church
and not as the mother had requested, in a
Catholic church.

Although the events had occurred, the advocate
obtained an agreement on behalf of the young
lady (mother) and al future decisionsrelating to
her child should include her points of view and
aspirations for the child’ s future. The agreement
was sought and obtained. The mother and her
advocate have been invited to al relevant
meetings since. (Independent advocacy agency).

Financia rights are often found to be
jeopardised.

Residents were not receiving all the benefits to
which they were entitled. Contact was made
with the relevant authorities and the monies due
weretraced. Residents successfully claimed
their Disabled Living Allowance entitlements.
(Private residential service).

Some people may need help in dealing with the
ordinary legal procedures of everyday life.

One client on a specidist adult placement used
the centre for meetings with an advocate who
was assisting in the making of awill. (Socia
Service Day Centre).

At times, family disputes may indirectly affect
the lega entitlements of disabled people, and
advocates may have arole in upholding their
rights.

Therewas afinancia dispute between two
family membersregarding an inheritance. This
squabble between relativesindirectly affected the
service user in so far as an amount of money left
inawill had not been received. The matter was
brought to our attention by one of the parties
involved in the dispute. Theissue was passed to
the local advocacy service as a specific item to be
desalt with along with copies of paper proof of
entitlement. The service aso took up the matter
and wrote to the executor of the will (who was
the other party involved in the dispute).
Correspondence continued with the service user
being represented and a stance being taken that
representation was for the service user, and
neutrality was maintained in order to ensure
family contact with him from both parties.

The inheritance was received with interest and
both parties have still maintained links with the
serviceuser. All staff members providing
support to the service user were able to stay on
the periphery of things. (Socia Service
residential network).

Family service interface

A number of examples arose, whereby an
advocate had worked at the interface of the
family and the service, in the best interests of
the service user. Some involve staff members
hel ping the person to assert their own wishes:

We encourage advocacy through advocacy
groups/user group. We act upon service user's
wishes so that service users become more
confident in speaking up for themselves. One



service user was not happy at home. This person
gained confidence within the group and
eventually through the relationship he developed
with his key worker he had enough trust and
confidence to bring to light issuesin his persona
life. The service user was offered short term
care. During this stay he was very happy and did
not want to return home. The adult placement
team became involved, leading to the person
having afoster family.

He is now more confident, has more
independence, has some control of hisown
finances, is making more choices, outlook on life
is broader, communication has improved,
appearance (persona care, dressetc.,) is
excellent, heis more adult in hisways, heis now
living a more valued life, he has opinionsand is
not frightened of speaking out. He accepts
consequences better. (Social Service Day
Centre).

In asimilar vein, support for a person in
asserting their needs can be helpful:

An independent advocate supported a service
user in talking to family: this enabled the service
user to have an assessment for sight impairment
when family were reticent about this.
Discussions were held between service user,
advocate and family. The outcome was that the
service user had an assessment and consequent
training to enable his independent mobility.
(Social Service Day Centre).

An independent advocate was involved with a
person leaving hospital. The advocate enabled
the person to expresstheir views to adominating
relative who did not dways represent the
person’s best interests. The person is now more
confident about expressing views to the relative.
(Community Health Team).

Times of transition are often particularly
vulnerable times and advocates play a useful
part in representing the person’s best interests.

A friend of one of the residents was involved in
helping him to resettle from the long stay service
in the hospital to hislocal community. The
friend wasinvolved in al planning and project
meetings and assisted in looking for suitable
housing. The processisstill continuing, but a
successful resettlement for the client into an
ordinary house and with appropriate support
looks likely to be achieved. (Long Stay
Hospitd).

It isnot just for the learning disabled person
that advocacy can help assert needs. This
example shows how the support of an advocate
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can help family members assert their needs and
continue to carry on providing care for their
sons or daughters.

A young woman with a severe learning disability
living with her elderly carer was informed that
her support from the Community Healthcare
Trust would be replaced by a home help who
was not trained to deal with her behaviour. The
advocate helped the carer to voice her concerns
and the service was immediately restored.
(Voluntary Sector Advocacy Service).

Family members may need to be reassured that
their wishes will be met sometime in the future;

A local independent advocacy service was
involved in passing on afamily member's
request for the tenant’ s future after she had
passed away and agood result achieved. (Social
Service Day Centre).

Thus it can be seen that advocates can be
helpful in bridging between families and
services, enabling better working relationships
between the two and positive gain for people
with learning disabilities.

Advocacy as part of
professional practice

At times, staff members have to advocate on
behalf of the person in negotiations with other
family members. Whilst they are advocating
on behalf of the person’s best interests, this
advocacy is part of the professiona role and
should not be considered exceptional.

A service user was expressing awish to go to
college. Parent was anxious and resistant giving
several reasons why the service user could not
go, such as: ‘ cannot use transport safely to get
there and back; is anxious and not sleeping well;
has medical condition which needs monitoring’.
A meeting was held which gave the parent
opportunity to discuss their reasons and an
individual programme was designed to address
the issues: community support officer wasto
travel on the public transport with the client until
competence achieved; a management
programme for medical condition and anxiety
wasintroduced. The service user now attends
college and is able to get there on the bus but
uses ataxi for the homeward journey and does
not require any other support. (Socia Service
Day Centre).

A hedlth professional wasinvolved with a socia
worker, case assessor and client in obtaining a
satisfactory residential placement. Persond and



written representations were made to advocate
the client’ sright to choose the placement. The
client was placed at the establishment of their
choice, meeting their needs adequately.
(Community Health Team).

Sometimes, learning disabled people need help
and support in identifying their wishesand in
gpeaking up for themselves at home. This may
be about dissatisfaction with current living
arrangements.

A man was living in a shared house in our
service. Staff members felt this man would
benefit from more independent living but no
such project was available in our service. The
man’'s name was put forward for a Mencap
project. He was supported throughout this
process and eventually moved into his own flat
supported by Mencap. He still seesorigina staff
on asocia basis. (Community Health Team).

It is not always clear what is causing the
dissatisfaction:

A young lady (35) attending local college
became unhappy: health and mobility decreased
and she started behavioural problems. College
and health staff (Physiotherapist) encouraged
open conversation and discovered the situation at
home was very poor - no choice, freedom,
privacy, independence. She lived with elder
sister and foster children. The staff enabled the
young lady to speak up for herself and give
reasons for her unhappiness. She spoketo the
sister with support from her college staff.

The sister became more aware of her younger
sister’srights and feelings. Shewasgivena
private bed-sit room of her own in the house and
more freedom and choice. Her health and
mobility improved the behaviour problems
disappeared and she became a happy contented
secure person. (Physiotherapy Team).

Not all advocacy hasto respond to situations
where something iswrong. Self advocacy, in
particular, may be facilitated in order that
service users can give continual feedback about
the services they receive.

An advocacy group was set up by myself in the
network in which | used to work, for service
users who lived in supported houses. Theaim
was to provide individua s with the necessary
training to develop self advocacy skillswith a
view to enabling people to voice an opinion
about our service. Thetraining skills groupsran
for 12 months and from this some people moved
on to aself advocacy group.

Using knowledge of other materials, | devised a
basic training skills pack which was used with
the group. The groups met once aweek in the
evening away from their homes and were
supported in the evening away from their homes
and were supported by myself and other support
staff. The training developed each individual’s
skillsincluding self awareness, confidence,
interpersonal skills, communication, meeting
practice and group building. We also used an
independent trainer who came in and provided
the group with asix week assertiveness skills
course without staff input.

The effects were: Positive feedback from service
users - they felt more confident etc; feedback
from others - service users became more
assertive at home; group voiced some opinions
about service e.g., charging policy; service users
are now aware what self advocacy means,
something of which they had no previous
knowledge; some people went on to join other
larger groups. N.B., sadly this group has
dispersed since | left the network. (Socia
Service Day Centre).

Independent assessments of people’ s situations
by an advocate can contribute to rapid changes
in the supports available to people.

A member of staff called areview on aservice
user due to concerns regarding his coping skills
and hedlthissues. To help address the issuesthe
advocate was asked to ameeting and met up
with the service user and care manager/social
worker. The advocate supported the service user
and was able to make an independent assessment
of the situation, aswell asliaise with the Centre
and Care Manager. A report was prepared with
the service user to help bring about achangein
hisliving situation. The advocate's report helped
to arrange an emergency respite family/adult
placement due to the risks to the service user that
had been uncovered. The review confirmed the
change in needs and coping skills. (Social
Service Day Centre).

Equally, theinitial catalyst for change may be a
professional, but advocacy and self advocacy
functions to support the person through major
life changes.

A client was very unhappy with her living
arrangements and was expressing anxiety in a
variety of waysincluding screaming and
emotional outbursts. The social worker referred
her to the independent living project. Key
workers and independent living scheme workers
met and discussed the issues with the client. The
client joined self advocacy groupsand a
women's studies programmes and was
supported individually by key worker counselling



sessions. Asaresult, the client was helped to
moveinto aternative living with ongoing
programmes and advocacy groups assisting her
in beginning to make choices and decisionsin
new situation.

A radica changeinthe client’slife was
achieved. She now presents as a mature and
responsible lady, far more competent at making
decisions. (Social Service Day Centre).

Development of service
procedures and policies

In less dramatic ways, advocacy and self
advocacy can bring about change in service
procedures. Sometimes these changes are
limited to those actively involved in the self
advocacy process and does not extend to others
using the service.

Discussions were held between the advocacy
group and management regarding the
appropriateness of ‘taking register’ ina
mainstream unit. The group felt it was childish.
Consequently, anew register was produced for
the advocacy group and they were given the
responsibility for managing it. The group
organised arota, enhancing self esteem and
encouraging independence. (Socid Service Day
Centre).

At other times the results of self advocacy has
effects that reach all service users.

Service users (representatives on management
committee) wanted a new minibus with seat
belts. They asked management and local
councillors and were eventually successful.
(Social Service Day Centre).

By expressing their views about current
services, people with learning disabilities can
contribute to changes in practice and in the
development of policies.

Our service user’s group is supported by an
independent facilitator from the Local Disability
Alliance group, and alocal staff member.

(i) Service users complained about having to
collect lunches from kitchen in heated trolleys
and eating them in their base rooms. They
wanted a more flexible restaurant self service
system where people could come in from outside
the centre.

(i) Service userswith assistance made avideo
of the problems of the present system. Invited
assistant director of socia services and head of
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adult services to watch and discuss the problems.
Also spoke to people from building and technical
services about what would beinvolved. After
several months money was made available to
improve kitchen and dining facilities. A self
serve restaurant system was agreed but not
opened to the generd public at thetime. Money
was also made available to upgrade toil et
facilities and improve wheelchair access. Service
user’ s groups was given adecisive rolein how
0...’sbudget isto be spent (furniture, recreation
and painting and decorating). (Socia Service
Day Centre).

Advacacy isnot only in verbal or written form.
Both the above example and the ones below
show the power of using video to influence a
consultative process.

In the context of the Joint Advisory Group
consultation process a video was made of
peoplée' s views of services - what they like or are
unhappy with. People who use the service
interviewed other people who use services. JAG,
with service users as group members, watched
video and incorporated comments in their report.
The process of making the video was initiated
and facilitated by non-disabled group members
who work for the local authority but also work
with the Civil Rights group independently.
(Socia Services - Agency Unknown).

We have alocal video project. It isco-ordinated
by a person from the voluntary sector, and
chaired by someone from aself advocacy group.
Service users from the day centres attend but the
staff do not. The group meets once afortnight in
acommunity venue. They are working to
produce avideo aimed at assisting people with a
learning disability to know about the complaints
procedure and how to complain viathe proper
channels should they have a complaint regarding
the service they receive. £5000 wasto be
provided by social servicesto enable thisvideo
production, which is still in progress. 9 people
from the centre were involved, but for various
reasons, only 2 remain. Timewill tell if itisof
use, athough all the people involved have
enjoyed the project. (Socid Services Training
and Development Centre).

Public education

When people are supported in making their
views more widely known, there may be some
spin offsin terms of general public education.

A Quality Action Group (QAG) was set up with
atota of 8 service usersand initially 2 members
of staff to facilitate. Over aperiod of 3 weeks
the group was asked 4 questions about the
service
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(i) do you feel the need to change the way we
run W... Housg;

As an employment service we are advocating on
behalf of clients every time we approach an
employer. Also with benefits agencies etc. We
approach an employer before attending an
interview with a person, helping employer to
redlise that the person could be a useful member
of theworkforce. We have severa examples of
people now employed in integrated setting.
(Employment Devel opment Service).

(i) how would you change theway werunW...
House;

(iii) what doyou likeat W... House;
(iv) what doyou not likeat W... House?

The process of advocacy itself has spin offs for
not only the person, in terms of particular
activities, but for the person and the advocate
in terms of enhancement of relationships.

All the members contributed. E... wasinvited to
join the Quality Action Group and spoke about
what he liked and disliked about the service
provided at W... House. The group facilitator
asked E... if hewould represent the group at a

conference on short term support and respite.
E... was chosen by the group members to speak.
Thefecilitator helped E... rehearse for the
conference. E... spoke about the way the QAG
helped him to speak up for himself and make
changesin the service he received.

After the conference all the other groups of
delegates congratulated our team for including a
service user to speak up for others. Our group
was then invited to repest our presentation at
Oldham Civic Centre at amesting of councillors
and members of socia services. The councillors
were impressed that we had a service user
speaking up for himself and we were reacting to
what the people who use our service wanted and
not what parents or carers thought they wanted.
This has led to more service users wanting to
join the QAG and the councillors listening to our
service users and knowing we are too. (Social
Services).

An advocate (ex staff member) was involved
with aclient who livesin acommunity home.
He worked very closely with the client and the
staff who worked in that particular home. He

was also very much involved with the advocate' s

family and socia circle. The main role of the

advocate was to introduce outside interests (or to

develop hisinterest or hobby, which was mainly

trains). It was aso for the client to have his own

‘special friend’ someone who cameto visit him
in how own home as he had no family and very
few outside contacts. The client particularly
enjoyed being introduced to the advocate' s
family, which gave him a sense of ‘belonging’.

Theclient’s quality of lifeimproved immensely.
As stated above, he developed a sense of
belonging. The client looked forward to weekly
visitsto hishome and his socia life improved.

He was aso communicating with other people as

he had devel oped interests apart from the day
centre. The main effect was that the client

gained afriend of which he was very proud.
“Somebody to send a postcard to while on his
hols’ and to receive one from. (Social Services).

The very nature of the work of an employment
service, in advocating for peopl€e' srights for
employment, serves as a public education role:



Case Studies of Unsuccessful Advocacy

The consequences for individual people of
advocacy that is unsuccessful include
restrictions on their livesin terms of lack of
opportunity to use ordinary facilities along with
the rest of us, fewer opportunities to meet with
non-disabled people and to work, fewer
financia resources, limited leisure
opportunities, continuing to live with people
they do not like, over protection and few
choices.

Unsuccessful advocacy presents magjor
chalenges to agencies. It highlights the extent
to which the service system obstructs advocacy
and may raise conflicts of interest that may
inhibit advocacy; some of the difficulties of
working with families and other agencies,
unhelpful practices and procedures; and the
need for more public people with learning
disabilities and the principles underlying the
services supporting them.

The service system

If the service system, itself isinadequate,
advocacy can do little in supporting people to
useit effectively. For example, advocates can
help people use complaints systems, but if
these are wesk, nothing much will follow.

A member of staff supported aservice user in
bringing acomplaint against another service
provider, due to bad practice/neglect. They were
helped to prepare awritten complaint and to
gather evidence to support the letter. The service
user complaint was looked into by a senior
member of staff from the service provider. A
written note was received which did not address
the complaint but smply stated their policy and
procedures. It isextremely difficult for service
users to tackle complaints without an
independent advocate to provide support or
backup once a complaint has been made, it is
hard to explain the outcome to the service user
with limited literacy skills. Asaresult of thisthe
staff member felt frustrated. (Socia Service Day
Centre).

Staff may feel frustrated at the perceived
inadequacy of the service system. This seems
particularly so when service users have limited
communication skills and staff find themselves
in the position of advocate.

| acted on behalf of service userstrying to
improve care provision or meet their needs.
These service users were unable to communicate
thisfor themselves. | liaised with main carers -
with poor results. | then liaised with my line
manager - with fair results as my line manager
took this further, but too many serviceissues
stood in the way of progress. There was lots of
conflict regarding opinions etc., which meant
before advocacy could take place, relationships
between different parts of the service needed to
be built further. Thisisstill progressing very
slowly on behalf of service users. It has become
an ‘uphill struggle’ and puts lots of pressure on
myself and others. | haveto ask ‘isit worth the
effort? (although | do not give up that easily).
(Socia Service Day Centre).

Sometimes, staff come up against what appear
to be blocks linked to inadequate resources.

A letter from staff and an independent provider
was sent saying that the client had asked for a
move. We were dready aware of the
circumstances and continue to say an adternative
placement will be offered when resources and
other demand permit. To date the person
remainsin current placement. (Socia Services).

At other times, the serviceitself can offer a
compromise on advocacy. If resources for
independent advocates are unavailable, a socia
worker may serve the function.

An attempt was made to obtain an advocate to
assist aclient in adomestic situation. Dueto
costing considerations this did not come to
fruition. A socia worker resolved the situation.
(Socid Services).

The limitations of the service system extend to
its capacity to work with families and other
agencies in the best interests of the client.

Advocates may be unsuccessful in bridging the
gaps between client and worker, service
requirements and family concerns. Independent
advocates have sometimes found that services
capitulate to parents wishes to the detriment of
the client. In this case, the client wished to
move from home in order to live amore varied
and stimulating life.

A service user wanted to do things other people
his age are doing. Heisvery able and has 2
brothers. He sees his 2 brothers going out and
enjoying themselves, although thereis some



restriction at home such as money. Service user,
because of his limited freedom, wants to move
out of his house away from Mum but not lose
contact. After several meetings with the service
user, centre staff, key worker, centre manager, it
was decided to takeit further.

Other meetings were arranged: involved were an
independent advocacy service and People First.
The key worker referred the service user to an
independent counsellor (Mum was invited but
usually would not attend - she was informed
throughout). Mum would attend small meetings
at the centre which continued to receive negetive
feedback from her. Meetingsare till in
progress.

Service user still has not achieved his goal and
continuesto lead arestricted life, due to lack of
parental permission. There are some behavioural
effects on service user, as his behaviour has
begun to deteriorate. (Socia Service Day
Centre).

Restrictions by parents can aso beimposed in
terms of relationships, particularly close
relationships.

A couple with learning disabilities had been
resettled in the community from an institution.
Previoudly they had had a very close, full
relationship for 10 years. Her family refused
permission for them to live in the same house,
would not allow outings or holidays together and
discouraged contact. Her family was very
threatening, saying that mother’s dying wish was
for her to befully cared for by staff. Staff in her
house became unhelpful to the relationship - they
were obstructive and frightened of her family

and trouble they caused. Staff in his house tried
to enable the relationship with no effect. (The
young lady had some speech and hearing
problems, so could not fully understand and
speak up for hersalf).

Several meetings were called but the situation
remained very difficult. A speech therapist
demonstrated that the lady was communicating
and that she wanted the relationship, but her
family refused to consider any evidence. Her
staff continued to overprotect her.

The young lady continued to do as she was told
but had some behavioura problems. The young
man had severe behavioural problems and
became very withdrawn and unhappy.
(Physiotherapy Team).

Financia pressure on familiesis at the root of
some conflicts that advocatestry to resolve,
either from within and outside the service.
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A particular client was interested in joining a
voluntary work opportunity with the YMCA.
Keyworker, family, employment placement
officer and community support officer al agreed
the value and mechanismsfor joining this
scheme. The client was positively motivated and
excited to have the opportunity. At the 11" hour
parents pulled the rug - deciding that this would
lead to aloss of benefit.

Meetings with parents and client were held.
Keyworker support meetings with client held.
Reinforcement of the values of the opportunity
were made. Details regarding benefits and how
voluntary work was considered by EPO sought.
Client suppressed her wishes to go on voluntary
placement and began to actively reinforce what
her parents were saying about not seeking work.
(Social Service Day Centre).

Sometimes family members are not willing for
their disabled members to suffer what they
perceive to be indignity at the hands of others.
In this case, the staff member acting as
advocate is seeking to balance expansion of
opportunities with possible lack of dignity.

A service user wanted employment and was
supported by centre staff in work experience. A
practical joke on the service user by other
employees (considered by staff to be acceptable
as part of ‘apprenticeship’ and not upsetting the
service user) caused the family to prevent the
person continuing their work experience.

Staff member had lengthy discussion with
family, including an ‘appraisal’ by employer.
However, the service user ? the work experience.
He has since said that he wants to undertake
further work experience. (Socia Service Day
Centre).

Here, there appeared to be a conflict between
what the family and centre staff thought to be
acceptable practice. At timesit isthe practice
itself that is the focus advocacy. Resources,
again, appear to be the reason why this
advocate was unsuccessful in developing a
more appropriate response from service
workers. It also highlights some of therisksin
trying to mediate on behalf of clients.

A client had been stopped from attending a SEC
dueto restraint being used. | contacted acitizen
advocacy group to help us secure extra support
for this man to attend the SEC without restraint
being used.

The advocate met with our service, the centre,
local MPs and parents to try to get extrafunds.



No such extra support was available. MPs
would not get involved. This man was off work
for over 12 months. His behaviour deteriorated.
Aswe had limited reserves to support this man
whilst he was off work, his quality of life
deteriorated. His advocate was accused by the
client’s parents of gossiping about them and
eventua ly stopped being the advocate. The
client returned to the centre with no extra
support in place - but thetimes heisin restraint
(in hiswheelchair with a strap across hislap) has
been dramatically reduced with continuous
monitoring. (Community Health Team).

Some agencies have demonstrated that for
effective advocacy and sdlf advocacy, skilled
methods of enabling participation must be
used. Without these the advocacy may be
reflective and, further, be perceived to be
unnecessary. Formal review meetings may
disable, not enable clients:

Two service users were placed together in a
house with ajoint tenancy as part of adispersal
from aresidentia hostel. One of the service
Users was expressing serious complaints about
the other and wanting to move out. Both service
users have the same socia worker and a conflict
of interests was apparent at reviews. Then
complaints were minimised and the service user
was made to feel guilt about complaints, with
emotional, exploitative statements from the
social worker, and confusing questioning which
placed the service user in an untenable situation,
being asked to make uninformed choices (e.g.,
where would you live? Who would you live
with? Etc). All of thiswasin avery threatening
formal review meeting with alarge group of
professional workers.

Management and staff member followed up the
review with the social worker, taking up the
issues of listening to the service user. A smaller
meeting on an informal basis was arranged with
the social worker, keyworker and client, to
discuss theissuesinformally. Then socia
worker agreed to work towards seeking
alternative accommodation and look at each of
the two service users’ needsin isolation from
each other. The service user would be helped to
identify someone elseto live with (the client
wants a companion).

Various delay tactics have been put into place.
The service user’s complaints were made
available to other client’s parents and the home
help. All of these people are putting pressure on
the person not to move, al the negative
possibilities of moving are being put forward.
Even so, the service user continues to want to
move and we are till supporting her wishes and

working on representing her views. (Social
Service Day Centre).

Even more informal, self advocacy groups
require some support if they are to work
effectively.

Self advocacy group with representatives from
day centre is not representing people s views
adequately.

Previously minutes of the last meeting were
given out at each fortnightly meeting. These
were good quality, using words and graphics.
However, the person who used to produce them
left and no minutes have been produced for the
past year.

Thereis now alack of feedback regarding issues
discussed. The service users who attend fail to
pass on verbally any information discussed at the
meetings. They seem to treat the meetingsasa
social gathering where they meet friends rather
than as representatives of our day services,
responsible for representing the views of fellow
service users and feeding back information to
them. (Socia Service Training and
Development Centre).

Although this self advocacy group was
perceived to be reflective it did highlight the
interest members had in opportunities just to
meet and talk. A further service deficiency
would be reveded if this point were not to have
been taken up by the agency. If agencies
cannot recruit and support advocates, or offer
feedback to advocacy agencies, the advocacy
may disappear and advocates get a bad name.
In what follows, the advocate did not fulfil her
or hisrole:

A volunteer from an independent advocacy
service came to see a service user twice then
nothing was heard from them again. Minimal
effect! (Socia Service Day Centre).

Lack of flexibility of the service system may
prevent peopl€e' s needs being met. Here, a
service user is attempting to make her needs
known. Therigidity of the system was
unhelpful and she was not directed to
aternative routes to the support she required.

A service user required counselling regarding
personal problems. The key worker was
involved and the service user asked for a
consultation with a psychiatrist but requested
total confidentiality. Referral was madeto a
social worker who followed throughout the
request and advised contact with the service



user's GP. Service user withdrew request.
(Socia Service Day Centre).

Reluctance to suggest alternative forms of
support available to other people, outside the
learning disability service may be due, in part,
to the lack of access and understanding of these
other agencies. Examples of unsuccessful
advocacy might highlight the need for more
public education.

Public education

Advocates can play avital rolein helping
people use ordinary facilities and procedures.
They draw attention to the need for other
agencies to provide the means for full
participation in procedures, as in this example
of adisciplinary/grievance procedure at work.

An advocate supported a person with learning
disabilities at a grievance/disciplinary hearing.
The advocate put across the person’s point of
view. The advocate asked for time for the
person to respond to questions and that people
stopped using jargon. Advocate asked for re-
location of work site rather than dismissal.
However, the person, due to the seriousness of
the offence at the workplace, did lose their job.
(Independent Advocacy Service).

Accessis not only to procedures, it isaso to
buildings and facilities.

A service user complained to the service user’s
group that as awheelchair user she could not use
the same changing facilities at the sports centre
to access the swimming pool as everyone else.
Members of the service user group were helped
by an independent facilitator to write an official
complaint/suggestion form and contacted a
representative of leisure services asking for a
meeting at the sports centre to discuss and
highlight the problems.

A meeting took place and several suggestions
were made, e.g., ramps, wider changing bench,
larger family style changing cubicles etc. Whilst
the representative seemed genuinely sympathetic
to the issues, the formal response was that the
changes necessary would be too costly, or after
consultation with building/technica services,
impractical. The service user’s group agreed to
keep lobbying for better facilities for wheelchair
users and or people with severe disabilities.
(Socid Service).

Lack of accessto ordinary facilities extends to
education and employment. Itislargely
through lack of wider public education and
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knowledge that attempts to include learning
disabled people in education and employment
often falter.

Although this exampleis not a part of our
service, it was done in the worker’s own time
and demonstrates significant difficulties faced by
people with learning disabilities and their carers.
A number of young people have not been
listened to in terms of education provision,
particularly for young people wanting to remain
in the mainstream educational system. The
Education Authority insisting they are segregated
into specia provision.

L etters have been sent to the local authority
education authority, councillors, MPs, etc.
Meetings have been held with the Chief
Education Officer and Special Needs Manager.
Publicity has been produced and awareness
raised.

To date thereis no success. This demonstrates
the discrimination against children with learning
disabilities. Ablebodied children are deprived of
the invaluable experience of getting to know
disabled children. The stress and upheaval
caused to families concerned is considerable.
(Voluntary Sector Advocacy Service).

Approaches to employers are often unsuccessful
- that isthey are not prepared to give aperson a
chance even though a vacancy exists.
(Employment Development Service).

Lack of understanding may extend to
advocates, themselves. If they do not
understand people with learning disabilities and
the principles underlying support services, they
may not be able to offer effective advocacy.

A representative of avoluntary organisation
became involved with someone with sensory
impairments. Asthe advocate did not
understand ordinary life principles there were
various discussions about why could the person
not use children’ s toys and otherwise be treated
like ayoung child. It felt like moving backwards
instead of forwards. (Socia and Health Joint
Learning Disahility Service).

Whilst this might illustrate a need for public
education it might aso reflect a need for
services to develop and support advocacy and
advocates. At the moment, provider agencies
put relatively few resources into supporting
independent advocates or into advocacy
training (see Figure 6 above). If provider
agencies are doing little, perhapsitis
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commissioners of services whose responsibility it isto stimulate effective advocacy.



Commissioning Advocacy

Questionnaires (see Appendix) were sent to al
Health and Socid Service Commissionersin
the north west. Replies were received from one
social service authority and six health
authorities, athough one of these had no
responses to make on the questionnaire. Itis
unclear whether this reflects the extent of
interest amongst commissioners in advocacy or
not.

Some advocacy functions have been
commissioned in the last two years.

The socia service authority has commissioned
specific advocacy for an individual and self
advocacy as part of awider contract. It has
also commissioned civil or disability rights
groups. Preferenceis clearly for
COmMISsioning generic advocacy servicesto
which people with learning disabilities can
apply, and not for exclusive learning disability
advocacy services. Resources available for the
development and practice of advocacy are:
finances to cover expenses of advocates and
service users, resources for local project

devel opments; contract specifications for
effective advocacy and guidelines for providers
on good practice in advocacy.

The health commissioners vary in their
contracting for advocacy.

One has not included advocacy as part of wider
contracts but has contracted specifically for

self advocacy groups, individual advocacy and
civil/disability rights groups.

Another has contracted just for specific
individual advocacy and carried out by a
person independent of servicesin relation to
resettlement for one client. A third agency has
added to this, advocacy by staff members as
part of awider contract.

The last health commissioning agency has
included group self advocacy, individual
advocacy and advocacy by staff members and
other professionals (social worker and
psychologists) as part of awider contract
whereas advocacy from a person independent
of services has been commissioned specifically.

It seems, then, asif commissioning agencies are
not putting significant resources into
contracting for the development of independent
advocacy with the required training and
support, unlessthisis specified in awider
contract. From what provider unitsreport, it is
not.

Outcome indicators

If commissioners are to contract for advocacy
they will have to define some outcome
indicators for monitoring and evaluation
purposes. The outcome indicators identified
are summarised in Table 1.
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Agency

Outcomeindicators

Social Services

Objective appraisal of situation.
Only doing what is commissioned and not straying into other issues.

Identifying for commissioning agent associated issues not specifically contracted
that may need to be addressed.

Service user getting appropriate service or need addressed (‘wish lists' excluded).

Health

To initiate new self advocacy groups.
To recruit, train, supervise volunteers to support groups.

To develop new models of self advocacy i.e., relevant to ethnic minority
communities.

To contribute to the development of People First.

To stimulate and support statutory and voluntary sector providers to develop the
involvement of service usersin service planning and to raise awareness about
advocacy to staff, managers, etc., in statutory and voluntary sectors.

Facilitation of resettlement.

Number of face to face contacts made.

Table 1

Outcome indicators from contracts for advocacy as reported by commissioners

Two authorities did not list any outcome Successful and

indicators.

Commissioning agencies have, themselves,

unsuccessful advocacy -

been at the receiving end of advocacy in commissioners

relation to the following issues:

complaints

criticism/service

Each commissioner was asked to outline an
example of successful advocacy. This question
prompted one agency to list the few
independent agencies they find useful including

obtaining peoples’ views agenera advocacy service, aCVSand two

Community Health Councils.

representation of peoples’ views

consultation

Three examples of successful advocacy were
offered. Thefirst highlights afamiliar theme,

enabling collaboration that of family-service interface.

assistance in developing policies,
(procedures) and priorities

information and advice

An advocate assisted a family in negotiating with
us a preferred supported tenancy option. Both
parents’ views were given to us and the advocate
was able to interpret our position objectively to
the parents. (Socia Service Commissioning

criminal proceedings Manager).

service evaluation The second example highlights the strengths of

lobbying for change

quality of service.

collective advocacy, and although offered by a
health commissioner focuses entirely on its
impact on socia services.

A mass complaint by some service users about

the charging policy. The charges could not be
prevented, but socia services were forced to



assess everybody individualy and ensure all
benefits were being claimed. The experience
was very powerful for many people and ensured
that the council had a much more effective
consultation when charges were proposed to be
extended including a specific, tailored
consultation for people with learning disabilities.
(Health Commissioner).

The last reported example drew attention to the
congtructive participation of an independent
agency in areview of servicesfor children with
learning disabilities.

Conflicts of interest in one form or another
characterised three of the four illustrations of
unsuccessful advocacy.

We asked an advocate who normally advocates
for service users to advocate for a carer who had
been treated fairly badly by the system.

Inevitable conflict arose between the needs of the
user and carer: the poor treatment of the carer
over the years could not be aleviated so easily by
an advocate now, and it was an unfair situation
to be put in. The negative feelings of staff to the
carer were too difficult to counteract. (Health
Commissioner).

Whilst role conflict for the advocate may cause
difficulties, so too does conflict between
agencies.

An advocacy agency becameinvolvedin a
dispute between the purchaser (me) and provider
(aprivate 6 bed unit) regarding charges for
sarvices. | thought it inappropriate for a provider
agency to contact the advocacy service regarding
thisissue and more inappropriate that the
advocacy service accepted the referral. The
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service user was not in danger of losing a
placement - provider wanted substantially more
money for no additional service. (Social Services
Commissioning Manager).

Conflicts of interest also arise between the
advocate' s agency and the person he or sheis
working for.

Services which were not ‘independent’, i.e,
where an organisation provides other services
which an individual questions, leadsto a conflict
of interest for the advocate and the person he or
sheisworking for. Not &l organisationsin
either the statutory or, in this case, the voluntary
sector, are willing to accept criticism, especialy
if they have seen themselves as having therole
of ‘watchdogs' for aspecific client group. In
thisinstance, they saw criticism as ‘biting the
hand that was feeding theindividua’. The
contract was to the local CV Swhich hasamore
generdlist role, and is overseen by thelocal
advocacy service, which ismore at arms length.
(Health Commissioner).

Whilst most advocacy in provider unitsis
undertaken by members of staff, such potentia
conflicts of interest are highlighted by
commissioners who contract for advocacy,
sometimes, within a more general contract, thus
supporting the potential conflicts.

Resources for advocacy

Commissioners may bein a position to alocate
resources to the development or provision of
advocacy. When asked about this,
commissioners identified a range of resources,
asindicated in Table 2.



Agency Resour ces

Social Services Finances to cover expenses of advocates and service users; resources for local
project developments; contract specification for effective advocacy; guidelines for
providers on good practice in advocacy.

Health Finances to cover expenses of advocates and service users; resources for local

project developments; contract specification for effective advocacy; guidelines for

providers on good practice in advocacy, training workshops to stimulate
advocacy developments amongst providers, quality indicators for advocacy

services and advocates, development of district wide advocacy strategy across all

USer groups.

Resources made available for the development and practice of advocacy by

Commissioners raised a number of other issues

commissioners

Further issues -
commissioners

connected to advocacy. These included:

Thereis aneed to explore the issues within
abroad range of advocacy from sdif to
citizen advocacy.

Advocacy should have to be top sliced from
the resettlement programme - any review of
services should insist that funding advocacy
isa‘mustdo’.

Infrastructure isrequired. We need to be
able to recognise the commonalities of
advocacy across client groups, such as
training for staff, recruitment of volunteers,
administration, fundraising and
management of projects. Joint
infrastructure would make things cheaper
and the importance of advocacy would not
be dependent on one purchaser.

Advocacy projects do not see
commissioners as ‘independent’ and that
has to be thought through for advocacy to
work. If inspection and registration units
and complaints procedures could be
genuinely ‘arms length’ here may be away
forward.

Independence with appropriate standards is
immensely important if any form of
advocacy isto be effective.

Employing an advocacy development
worker who recruits, trains and supervises
volunteers can also contribute to an
effective model which can encompass the
diversity of skillsrequired and ensures
better coverage than an individual can
provide.

We have aloca advocacy project, funded
from joint finance as well as health and
socia services. It worksto aserviceleve
agreement which ensures the serviceis
accountable and professional, but isable to
operate at arms length.

Any authority which embarks on advocacy
without understanding the importance of
independence is likely to undermine the
individual’ s rights and conflicts will emerge
unless the organisation is mature enough,
and the senior officers stable enough in
terms of tenure of office. Thereisa
particular problem where thereisahigh
turnover of staff and where volunteers
come and go without any rigorous
evaluation of their understanding of therole

of advocacy.
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Conclusion

It is evident that agencies are beginning to
grapple with the issues raised by the need for
and practice of advocacy.

Relatively little seems to be being done to
stimulate new models of advocacy, especialy
those independent from services. Littleis being
provided in the way of training and support for
independent advocates and commissioners are
not stimulating developments to the extent that
they might.

A range of issues for people using services are
being addressed through advocacy, athough it
is not clear that the mechanisms for receiving
advocacy are enabling or clear. For example,
organisations are able to resolve some issues
for individuas, however, they may or may not
learn from this to change their policies and
practices more generaly. The one example
given of collective advocacy did lead to a
district wide change of practice. Organisations
could aso learn from individual advocacy
issues.

Most advocacy in provider unitsis sdlf-
advocacy and undertaken or facilitated by a
staff member. Commissioners, however,
favour independent advocacy. These different
agendas could lead to adilution of resource and
expertise if skilled internal practiceis not
recognised and developmental resources are
targeted outside provider agencies.

Family-user conflicts remain some of the most
intractable areas around which to advocate for
and with learning disabled people. They can
also have some of the most far reaching effects
on individuds, either in terms of upholding
their rights or denying them and sometimes
gresatly restricting peopl€' s opportunities. In
part thiswill be due to the lack of faith some
families have in services, borne out of their
negative experiencesin the past. However, we
need to explore more models of successful
advocacy where conflicts with family members
arise in order to build on such good practice.

Aswe |learn more about and become more
skilled in listening to people, in atruly
participative way, throughout their time being
supported by services, the need for advocacy
may decrease. There will, however, dways be
the need to safeguard the interests of the most
vulnerable people who cannot represent
themselves. Perhaps thisis where the most
innovative developments in advocacy practice
could be stimulated and developed and this
will, inevitably, require many more resources
directed at the education of people outside
services, including enabling family members
and the generd public to take a more active
part in the lives of severely disabled people.
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Appendix 1: Questionnaire for Providers

North West Training & Development Team
Agencies & Advocates - Provider
This survey isin order to describe the extent and nature of advocacy for people with learning
disabilities in the north west.
Please return questionnaires with as many sections completed as possible to:

Carolyn Kagan
NWTDT
Calderstones
Whalley

Clitheroe BB7 9PE

by the end of February 1996.

Name:

(thisis optional but will enable me to contact you again for further detailsif required. All
information will remain confidential and anonymous).

Work Address:
Agency: Social Services [
(pleasetick) Health Trust: hospital [
community [
Education [
Voluntary [
Housing [
Private [

Other: Please specify

1. Approximately how many people with learning disabilities have been involved in the following types
of advocacy in the last 2 years:

Self Advocacy Group(s)
Self-Advocacy (individual)
Advaocacy by staff member

Advacacy by other professionals
(please list type of professionals)

Citizen Advocacy




2.
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Civil/Disability Rights Groups

Advocacy by person independent of services

Other (please specify)

Please estimate the number of:

Staff involved in advocacy

Independent advocates in touch with your service

Independent advocacy group facilitatorsin your service

Lawyers involved with advocacy

Groups involved with advocacy (e.g. Mencap)
(please specify)

3. What issues have featured in advocacy practice: (please tick)

Complaints

Criticism of service

Compliments of service

Representation of person’sviews
Assessment of need

Service evaluation

Lobbying for change

Representing person’s best interests
Obtaining peopl€e’ s views

Enabling participation

Consultation

Enabling collaboration

Quiality of service

Resolving dispute between family and service
Assistance in developing policies, procedures and priorities
Inspection of services

Information and advice

Crimina proceedings

Others: (please list)

[]
[]
[]
[]
[]
[]
[]
[]
[]
[]
[]
[]
[]
[]
[]
[]
[]
[l
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4. Please outline one example of successful advocacy.
Who was involved with whom? (names not required).

What was done?

What was the effect?

5. Please outline one example of unsuccessful advocacy.
Who was involved with whom (names not required).
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What was done?

What was the effect?

6. What resources does your service provide to stimulate and encourage advocacy?
(please tick)

Finances to cover expenses [
Recruitment of advocates [
Training of advocates [
Training of family members [
Training of people with learning disabilities [
Training of staff advocates [
Administrative support [
Venue for groups [
Palicy statement of commitment [
Guidelines for independent advocates [
Others (please specify)

7. Any other issues. Please outline any other issues arising from the practice of advocacy for your
service.



Please return to:

Carolyn Kagan
NWTDT
Calderstones
Whalley

Clitheroe BB& 9PE

by the end of February 1996.

34



35

Appendix 2: Questionnaire for Commissioners

Agencies & Advocates - Commissioner

Please return questionnaire with as many sections completed as possible to:

Carolyn Kagan
NWTDT
Calderstones
Whalley

Clitheroe BB7 9PE

by the end of February 1996.

Name:

(thisis optional but will enable me to contact you again for further detailsif required. All
information will remain confidential and anonymous).

Work Address:

Agency: Social Services [

(pleasetick) Health [
Housing [
Education [

Other: Please specify

1. Haveyou contracted for any of the following forms of advocacy for people with learning disabilities
inthe last 2 years: (please tick and indicate if this was a specific contract or specification within a
contract)

gpecific  part of wider contract

Self Advocacy Group(s) 1 1
Self-Advocacy (individual) [ ]
Advaocacy by staff member 1 1
Advacacy by other professionals 1 1

(please list type of professionals)

Citizen Advocacy I I
Civil/Disability Rights Groups I [l
Advocacy by person independent of services 1 [l

Other (please specify)
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2. Please list the outcome indicators you would require from contracts for advocacy.

3. Hasyour purchasing organisation been on the receiving end of advocacy? Yes/ No

If s0, please tick the issues raised by the advocacy process.

Complaints [
Criticism of service ]
Compliments of service [
Representation of person’sviews [
Assessment of need ]
Service evaluation [
Lobbying for change [
Representing person’s best interests [
Obtaining peopl€' s views [
Enabling participation [
Consultation [
Enabling collaboration [
Quality of service [
Resolving dispute between family and service [
Assistance in developing policies, procedures and priorities [
Inspection of services [
Information and advice [
Criminal proceedings [

Others: (please list)
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4. Please outline one example of an effective advocacy service or relationship you have purchased
(names not required, just general information).

5. Please outline one example of an ineffective advocacy service or relationship you have purchased
(names not required, just general information).

6. What resources do you make available for the development and practice of advocacy?
(please tick)

Finances to cover expenses of advocates/service users [
Resources for local project developments [
Contract specifications for effective advocacy [
Guiddines for providers on good practice in advocacy [
Training workshops to stimulate advocacy development amongst providers [
Quality indicators for advocacy services and advocates [

Others (please specify)
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7. Please outline any other issues arising from the commissioning of advocacy work for people with
learning disabilities.

Please return to:

Carolyn Kagan
NWTDT
Calderstones
Whalley

Clitheroe BB& 9PE

by the end of February 1996.



