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iv Personalisation and learning disabilities

Executive summary

 Introduction

Evidence suggests that people with learning disabilities and high support needs are 
likely to be left behind in social care services provision while those who are more 
independent have more choice and control over social care services.

The Social Care Institute for Excellence (SCIE) Position Paper 6, Supporting self-
advocacy (Lawton, 2006a), indicated that a lack of skills, understanding and provision 
of advocacy for people with high support needs could mean this group missing out 
on opportunities to shape not just their individual support but also wider planning.

This review was commissioned by SCIE to identify and consolidate the available 
evidence of progress and innovation in advocacy practice in relation to people with 
learning disabilities and high support needs.

 Research review

 Policy and development context

The research builds a picture of advocacy services for people with disabilities that 
have grown and developed over 20 or 30 years, often largely built on voluntary 
origins with weak financial foundations. Increasingly policy has supported and 
encouraged advocacy development and put it onto a stronger footing such that 
now people with disabilities have a statutory right to access advocacy, in support 
of their care and its planning. Most significantly the position of advocacy has been 
strengthened through Valuing People (DH, 2001) and Valuing People Now (DH, 
2007c), including an emphasis to ensure people with high support needs are not left 
out.

However, the research highlights that Valuing People ideals of citizenship and 
community are less of a reality for people with high support needs than they are for 
others with a learning disability, and suggests this may, in part, be due to the high 
numbers who are still living with families or who are in segregated services designed 
around their health needs.

The Mental Capacity Act (MCA) 2005 and the Mental Health Act (MHA) 2007 have 
both introduced statutory advocates (independent mental capacity advocates 
[IMCAs] and independent mental health advocates [IMHAs]) who have specialist roles 
in relation to formally assessed mental capacity and detentions under the MHA, 
and although people with high support needs may find themselves in circumstances 
where these Acts are relevant, that is not the main territory of the advocates and 
self-advocates that this report relates to.

There is, however, an increasing role to play for advocates in decision making about 
choice and management of individual budgets and direct payments.
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 What is known about good practice?

 Models of advocacy

A class�f�cat�on of pract�ce of self-advocacy support for people w�th h�gh support 
needs has shown f�ve models: r�ghts-based, person-centred, Watch�ng Br�ef, w�tness–
observer and ‘best �nterest’.

Each attempts ways of del�ver�ng effect�ve support for serv�ces users, some more 
focused on external object�ve factors, such as hous�ng and pract�cal support, 
and others more concerned w�th max�m�s�ng the poss�b�l�ty of ga�n�ng accurate 
commun�cat�on w�th the serv�ce user.

Comm�tted advocacy groups have �nnovated pract�ce through the key methodology 
of person-centred plann�ng wh�ch has been endorsed �n Valuing People as an 
approach to �mprove the �nvolvement of all people �n dec�s�ons about the�r own 
care and �nclus�on plans. A strong bel�ef among advocates �s that self-advocacy by 
people w�th h�gh support needs can only br�ng about s�gn�f�cant change �n pol�cy and 
serv�ces �f what �s learned about �nd�v�duals can be related to broader �ssues.

W�th �mplementat�on of the MCA and Depr�vat�on of L�berty Safeguards (DOLS) 
advocates and self-advocates also need to be aware of the boundar�es between the�r 
roles and those of statutory IMCAs, although w�th the new leg�slat�on the ev�dence 
base around these �ssues �s yet to emerge.

 Communication, the key ingredient

Key approaches of enabl�ng people w�th h�gh support needs have developed, 
�nclud�ng ways of:

 • supporting communication through �ntens�ve �nteract�on, FILO (From the Ins�de 
Look�ng Out) workshops and w�th technolog�es

 • gaining evidence of accurate communication us�ng person-centred plann�ng, 
mult�med�a prof�l�ng and outcomes-focused approaches

 • supporting decision making through strong comm�tments to support people to be 
�nvolved �n dec�s�ons and cho�ces about the�r support serv�ces and opportun�t�es, to 
ma�nta�n a bel�ef �n the�r capac�ty to contr�bute to the�r own support, recogn�s�ng 
the�r personal h�story and preferences �nclud�ng the�r culture.

 service quality

Qual�ty assurance frameworks have been descr�bed and encouraged �n order to 
lead development of advocacy on the bas�s of a sound ev�dence base. the Quality 
standards for advocacy schemes (Act�on for Advocacy, 2006a), developed from the 
Advocacy Charter, are nat�onally recogn�sed standards for gener�c advocacy, and 
wh�le add�t�onal standards have been developed for spec�f�c user groups, there are 
none �dent�f�ed for people w�th learn�ng d�sab�l�t�es and h�gh support needs.
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the l�terature �dent�f�ed only a few examples of tra�n�ng resources for advocates and 
self-advocates that appear qu�te fragmented. Vo�ces through Advocacy (VtA) a�ms 
to develop good pract�ce �n relat�on to h�gh support needs.

 outcomes

there appears to be l�ttle ev�dence of evaluat�on of outcomes for people supported 
by advocacy serv�ces, and espec�ally self-advocacy, but w�despread recogn�t�on of 
�nherent d�ff�cult�es �n attempt�ng evaluat�on. Percept�ons about the �nfluence of 
people who use serv�ces w�th h�gh support needs on serv�ce development �s that they 
have often not been �ncluded due to lack of ab�l�ty to speak for themselves, by be�ng 
�n segregated serv�ces, or of the �mposs�ble burden on relat�ves and carers to take th�s 
on on users’ behalf.

 service monitoring

Ev�dence of act�v�ty and outcomes mon�tor�ng was sparse, and the absence of 
accepted gu�del�nes or standards has resulted �n l�ttle cons�stency of mon�tor�ng or 
record�ng pract�ce of serv�ces and advocacy support�ng people w�th h�gh support 
needs.

the ava�lable research suggests a need for tools to support �ndependent evaluat�on 
and measurement of effect�veness of d�fferent approaches.

Current issues for attention in developing self-advocacy for people with high 
support needs

 1 Over the per�od of advocacy and self-advocacy development, serv�ces for people 
w�th h�gh support needs have been slower to develop, and need to be encouraged. 
Reasons for the relat�ve delays appear to be:

�) percept�ons about the (low) capab�l�ty of people w�th h�gh support needs to 
make dec�s�ons

��) weaker ev�dence on the potent�al for effect�veness of support
���) lack of advocacy serv�ce plans at local levels.

However, there are a number of locally based serv�ces that a�m to support people 
w�th h�gh support needs that are be�ng developed, and work w�th the �ssues of (2) 
below.

 2 D�ff�cult�es �n commun�cat�on w�th people who do not use formal language create 
s�gn�f�cant challenges to support�ng people w�th h�gh support needs. Methods of 
support�ng commun�cat�on and prov�d�ng supported dec�s�on mak�ng have been 
exam�ned, w�th some �nd�cat�ons of success �n enabl�ng people’s �nvolvement �n 
plann�ng the�r care and soc�al �nclus�on through techn�ques such as mult�med�a 
and storytell�ng.

 3 there �s a lower uptake of d�rect payments among people w�th h�gh support needs, 
demonstrat�ng a clear need for advocacy support �n manag�ng d�rect payments or 
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�nd�v�dual budgets �n order to enable self-d�rected support to become a poss�b�l�ty 
for such people w�thout overload�ng fam�l�es and carers w�th add�t�onal burdens.

 4 It appears black and m�nor�ty ethn�c (BME) people who use serv�ces are at further 
d�sadvantage of exclus�on from advocacy serv�ces due to low levels of prov�s�on of 
BME-focused serv�ces, �n sp�te of h�gher �nc�dence of h�gh support needs.

 practice survey

 outline and purpose

the pract�ce survey set out to prov�de add�t�onal pract�ce-based �nformat�on on 
advocacy for people w�th learn�ng d�sab�l�t�es and h�gh support needs to supplement 
the ev�dence from the research rev�ew. there �s an overlap �n �ssues �dent�f�ed 
between the two types of source, but the pract�ce survey offers a more day-to-day 
descr�pt�on and commentary on the funct�on�ng and effects of advocacy serv�ces.

It consulted f�ve serv�ces support�ng people w�th learn�ng d�sab�l�t�es and h�gh support 
needs �n �nnovat�ve ways to capture �nterest�ng and novel pract�ce.

 Findings

the ma�n f�nd�ngs of the pract�ce survey were:

 1 A var�ety of intervention methods be�ng used were expla�ned, that �s, mult�med�a 
advocacy, storytell�ng, group work, self-advocacy, representat�onal advocacy, non-
�nstructed or non-d�rected advocacy, peer support and peer advocacy, and many 
pos�t�ve examples of support�ng self-advocacy were prov�ded. Pract�ce �ssues were 
descr�bed, �nclud�ng how d�fferent approaches m�ght su�t vary�ng c�rcumstances.

 2 Key practice-focused themes were �dent�f�ed and descr�bed:

 • general pr�nc�ples of engagement w�th people w�th h�gh support needs
 • pract�cal arrangements to prepare and plan for support
 • cons�der�ng a full range of modes of commun�cat�on that m�ght be effect�ve 

depend�ng on the capab�l�t�es of people who use serv�ces, �nclud�ng formal 
language, a var�ety of sensory commun�cat�ons, act�v�t�es, etc, and �dent�fy�ng 
top�cs that people who use serv�ces want to commun�cate about

 • ensur�ng clar�ty and val�d�ty of commun�cat�ons
 • ma�nta�n�ng collaborat�on w�th people who use serv�ces and others, �nclud�ng 

fam�ly and �nformal carers, and negot�at�ng tens�ons where necessary
 • ma�nta�n�ng cont�nu�ty of support as much as poss�ble.

 3 Person-centred approaches were felt to be central to effect�ve advocacy 
and self-advocacy, and were l�nked to better responses to people concern�ng 
the�r �nd�v�dual preferences and manag�ng and real�s�ng fr�endsh�ps and soc�al 
arrangements. t�me-l�m�ted formal advocacy was more constra�ned �n ga�n�ng a 
sat�sfactory level of �nvolvement.
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 4 Bu�ld�ng on person-centred engagement w�th pract�ce s�tes for people who use 
serv�ces felt that people could be helped to shape their own support and wider 
service planning. It needs to be an ongo�ng process and may challenge staff 
att�tudes and organ�sat�onal cultures, but can �mprove �nvolvement �n day-to-day 
pract�ce such as staff handovers, rev�ew meet�ngs and staff recru�tment.

 5 W�th support from staff advocates examples were also prov�ded of creat�ng 
positive change beyond the boundaries of the immediate ‘home’ service through 
supported formal compla�nts and part�c�pat�on �n consultat�ons.

 6 Examples of skill and resource developments �n advocacy serv�ces for people w�th 
h�gh support needs were very few. A tra�n�ng and development needs assessment 
would be useful as part of a strategy for advocacy workforce development.

 7 Wh�le all pract�ce s�tes had developed the�r own systems for monitoring and 
evaluating the�r serv�ces, �t was felt that a lack of a common framework l�m�ted 
compar�son of approaches or d�fferent serv�ces.

 8 the government agenda of more community-based opportunities, enabl�ng 
people to employ the�r own support, or to purchase serv�ces to offer greater 
opportun�t�es for change, was ev�denced to some extent �n the pract�ce survey.

 Directions for development

In order that serv�ces for people w�th learn�ng d�sab�l�t�es and h�gh support needs 
catch up w�th other serv�ces for people w�th learn�ng d�sab�l�t�es �n l�ne w�th the a�ms 
of Valuing People Now, th�s report �dent�f�es f�ve d�rect�ons for effort to be lead:

 1 Develop service cultures around enabl�ng people to reach the full potent�al of 
capab�l�t�es and to max�m�se the�r ach�evements, to enable self-d�rected support, 
�nvolvement �n shap�ng the�r own serv�ces and w�der serv�ce development.

 2 Build the evidence base for advocacy for people w�th learn�ng d�sab�l�t�es and 
h�gh support needs, part�cularly through research�ng the effect�veness of 
var�ous approaches and commun�cat�on modal�t�es, develop�ng a stronger focus 
on outcomes and systemat�c comm�ss�on�ng of research on key gaps �n the 
knowledge base.

 3 Develop services in line with the evidence base, focus�ng on rel�able ev�dence and 
best pract�ce where poss�ble, and �nclud�ng �nd�v�dual�sed assessment, person-
centred plann�ng and collaborat�on w�th fam�l�es and carers.

 4 Local advocacy workforce strategies should use the Adult social care workforce 
strategy (DH, 2009) to bu�ld �n personal�sat�on to the educat�on and development 
opportun�t�es prov�ded to local advocacy serv�ces and pract�t�oners by:

 • �dent�fy�ng roles requ�red locally to fac�l�tate self-d�rected support though 
advocacy for people w�th learn�ng d�sab�l�t�es and h�gh support needs

 • clar�fy�ng a framework by wh�ch advocacy development happens
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 • ra�s�ng the prof�le of the ev�dence base
 • us�ng collaborat�ve development comm�ss�on�ng based on local serv�ce needs 

and ev�dence.

 5 Service commissioning should use world-class comm�ss�on�ng pr�nc�ples so serv�ces 
are based on a local needs assessment, �nclud�ng v�ews of people who use serv�ces 
and carers g�ven the necessary support to become �nvolved, the best ev�dence of 
effect�veness, w�th fund�ng reg�mes that support rel�ab�l�ty of serv�ces and the�r 
development.
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1 Introduction

In recent years, government pol�cy has �ncreas�ngly focused on �nvolv�ng 
‘stakeholders’ �n the plann�ng and development of serv�ces, and the personal�sat�on 
agenda has �ntroduced �nd�v�dual budgets, wh�ch g�ve people a transparent allocat�on 
of money and the r�ght to choose how th�s �s managed and spent (Carr, 2008).
However, the Soc�al Care Inst�tute for Excellence (SCIE) Pos�t�on Paper 6, Supporting 
self-advocacy (Lawton, 2006a), suggested that for people w�th h�gh support needs 
there �s a lack of sk�lls, understand�ng and prov�s�on of advocacy, and that th�s could 
mean they m�ss out on opportun�t�es to shape not just the�r �nd�v�dual support but 
also w�der serv�ces, pol�cy and plann�ng.

th�s rev�ew follows on from SCIE Pos�t�on Paper 6 and sets out to �dent�fy good 
pract�ce �n advocacy for people w�th a learn�ng d�sab�l�ty and h�gh support needs, 
and to support th�nk�ng about how th�s area can be �mproved. It �s about the role of 
people who are formal or �nformal advocates, about creat�ve ways of work�ng, the 
d�fference �t can make to a person’s l�fe and develop�ng soc�al care serv�ces.

 1.1 Method of the review

A project adv�sory group was establ�shed to support the project, �nclud�ng two self-
advocates w�th exper�ence of peer advocacy w�th people w�th more complex needs 
(see Append�x 1).

the rev�ew �n total cons�sts of a research rev�ew wh�ch collated f�nd�ngs from ex�st�ng 
l�terature on the top�c, and from a pract�ce survey that looked at current pract�ce. 
there are strong l�nks between the two such that f�nd�ngs from, or gaps �n, the 
l�terature rev�ew can suggest areas to look at more closely �n the pract�ce survey. the 
�ntent�on �s that th�s comb�nat�on w�ll synthes�se up-to-date publ�shed ev�dence w�th 
examples of �nnovat�ve work�ng methods that w�ll support development of ev�dence-
based pract�ce.

 1.1.1 Research review

th�s research rev�ew was not a full, systemat�c rev�ew but looked at what had 
already been wr�tten on the subject and followed up quest�ons from Pos�t�on Paper 6 
(Lawton, 2006a):

 • How can we make sure we are support�ng and �nvolv�ng people w�th h�gh support 
needs (people who need extra support w�th th�ngs l�ke commun�cat�on, the�r 
mental health or behav�our)?

 • How can we be sure self-advocacy makes a d�fference �n all areas of the�r l�ves and 
not just �n learn�ng d�sab�l�ty serv�ces?

Searches for relevant research papers were made us�ng key words generated by 
Pos�t�on Paper 6, Soc�al Care Onl�ne, ASSIA, research journals �n the f�eld of learn�ng 
d�sab�l�t�es and soc�al sc�ences and key webs�tes.
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there were a number of challenges �n �dent�fy�ng mater�al. the very spec�f�c nature 
of the top�c meant leav�ng out a much larger body of l�terature and resources on 
support�ng self-advocacy �n general, and many t�tles d�d not expl�c�tly state high 
support needs. th�s was overcome to some extent by us�ng broader search terms 
or replac�ng high support needs w�th people with profound and multiple learning 
disabilities (PMLD) and then narrow�ng th�s down by read�ng abstracts. However, the 
use of d�fferent def�n�t�ons to descr�be people w�th complex d�sab�l�t�es means that 
some mater�als relat�ng to people w�th h�gh support needs m�ght have been m�ssed 
(see Sect�on 1.2 below). A number of journals �n th�s f�eld had not updated the�r 
electron�c content and some potent�ally useful �nformat�on was produced �nformally 
and posted on webs�tes w�thout b�bl�ograph�es to �dent�fy references.

Much l�terature on self-advocacy was �dent�f�ed but there was less �nformat�on 
spec�f�cally on people w�th h�gh support needs. th�s m�ght be because �ssues around 
consent have resulted �n fewer organ�sed stud�es �nvolv�ng people w�th h�gh support 
needs, and re�nforce the suggest�on from one of the pract�ce s�tes that th�s group 
have trad�t�onally been h�dden away and therefore have a low prof�le. It could 
�nd�cate that �nformat�on �s �ncluded under more general top�cs such as:

 • government pol�cy, for example, ‘personal�sat�on’, �nd�v�dual budgets and person-
centred plann�ng

 • advocacy and self-advocacy
 • capac�ty and consent
 • commun�cat�on and cho�ce
 • �nclus�on and serv�ce development.

 1.1.2 practice survey

A pract�ce survey a�med to f�nd out about advocacy pract�ce �n ex�st�ng serv�ces. 
It was a way of captur�ng ev�dence and pract�ce from act�ve serv�ces not ava�lable 
through publ�shed research. Pract�ce s�tes reported on the�r own work and shared 
examples that they felt demonstrated good pract�ce.

the research rev�ew suggested d�fferent ways of ‘l�sten�ng’ to people w�th h�gh 
support needs. the pract�ce survey was then undertaken by �nvolv�ng people who 
knew people who use serv�ces well. It seemed more could be learned by look�ng at 
the d�fferent ways frontl�ne pract�t�oners m�ght support people than by hav�ng an 
external researcher v�s�t d�fferent s�tes.

 selection of survey sites

the project adv�sory group suggested contacts and networks for recru�t�ng potent�al 
s�tes. Informat�on about the pract�ce survey was posted on a forum and letters 
�nv�t�ng subm�ss�ons c�rculated to contacts suggested by the project adv�sory group 
and v�a databases of advocacy groups work�ng w�th people w�th a learn�ng d�sab�l�ty 
and h�gh support needs. those �nterested were asked to subm�t a br�ef outl�ne of the 
methods they would use and dec�s�ons were made us�ng cr�ter�a outl�ned below.
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S�tes needed to demonstrate �nnovat�ve methods and good pract�ce �n work�ng w�th 
adults w�th h�gh support needs �n a m�x of urban, rural and sem�-rural locat�ons, and 
had to �nd�cate that they would prov�de examples of the exper�ences of black and 
m�nor�ty ethn�c (BME) groups and young people �n trans�t�on from school to adult 
serv�ces.

F�ve were chosen to cover the range of approaches to support advocacy �dent�f�ed by 
the research rev�ew and project adv�sory group. these approaches �dent�f�ed were:

 • mult�med�a advocacy
 • storytell�ng
 • group work
 • self-advocacy
 • representat�onal advocacy
 • non-�nstructed or non-d�rected advocacy
 • peer advocacy

Us�ng these cr�ter�a may have pre-empted a good geograph�cal spread and most of 
the s�tes chosen were near London, w�th one �n Somerset, but the research rev�ew 
suggests that the�r f�nd�ngs can be general�sed across England, Wales and northern 
Ireland. they were: ACt (Assoc�at�on for Ch�ldren’s Pall�at�ve Care), People F�rst 
Lambeth, the R�x Centre, Spoke and talkback (see Append�x 2).

S�te leads were requ�red to complete the work w�th�n a relat�vely short t�me, and 
g�ven the pressures on many smaller advocacy organ�sat�ons, the requ�rements of the 
pract�ce survey may have resulted �n an element of self-select�on.

 survey management and tools

Leads from successful s�tes attended a project adv�sory group meet�ng to talk 
through the�r proposals and to d�scuss t�mescales, report�ng and expectat�ons.

the work �n the pract�ce s�tes took place over 11 weeks, between December 
2007 and February 2008. the project adv�sory group agreed the pract�ce survey 
quest�ons (see Append�x 4). Each s�te was asked for contextual �nformat�on about 
the�r structure, fund�ng, referrals and evaluat�on, and to report on methods used 
by advocates to capture the v�ews, exper�ences or preferences of people w�th h�gh 
support needs. S�tes subm�tted answers �n a report and, where poss�ble, th�s survey 
�ncludes d�rect quotes.

the range of quest�ons was dec�ded follow�ng the research rev�ew, wh�ch had g�ven 
�nd�cat�ons of gaps �n ev�dence. It was �ntended that the pract�ce s�tes would prov�de 
add�t�onal �nformat�on and ev�dence that could supplement the �dent�f�ed research 
and f�ll �n some of the gaps.

It was felt �mportant to cons�der the �nvolvement of people w�th a learn�ng d�sab�l�ty 
at every stage and to ensure th�s was not just a t�ck box exerc�se.
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 1.2 Definitions and terminology

Several of the terms central to the focus of th�s report are complex and can eas�ly 
create confus�on. the follow�ng def�n�t�ons a�m to make these terms as clear as 
poss�ble as a bas�s for the �ssues d�scussed.

 1.2.1 Learning disability or learning difficulty?

the debate about whether people should be descr�bed as hav�ng a learn�ng disability 
or difficulty tr�es to balance concerns about st�gma and �dent�ty w�th the need to 
recogn�se who we are talk�ng about (F�nlay and Lyons, 1998). the Mental Health 
Foundat�on (2001) reaches the conclus�on that organ�s�ng serv�ces and support would 
be d�ff�cult w�thout some def�n�t�ons and, for the purpose of th�s rev�ew, learning 
disability has been used �n common w�th other SCIE publ�cat�ons.

 1.2.2 Learning disability and high support needs

High support needs means the person does not commun�cate us�ng words, has 
s�gn�f�cant barr�ers to commun�cat�on and/or complex phys�cal, health or emot�onal 
needs and requ�res lots of extra support because of th�s. It could �nclude people w�th 
a learn�ng d�sab�l�ty and s�ght or hear�ng d�ff�cult�es or those w�th a mental �llness or 
aut�sm.

However, term�nology found �n work �n Scotland and England s�nce 1999 �dent�f�ed a 
number of seem�ngly �nterchangeable terms that �ncluded:

 • mult�ple d�sab�l�t�es
 • mult�ple �mpa�rment
 • h�gh support needs
 • complex health needs
 • mult�ple and complex needs.

A l�terature rev�ew on mult�ple and complex needs comm�ss�oned by the Scott�sh 
Execut�ve (Henderson, 2007) found that:

there �s no consensus of def�n�t�on of mult�ple and complex needs �n the l�terature 
and the terms are appl�ed var�ously.

the PMLD network bel�eve that the term profound and multiple learning disabilities �s 
a more accurate way to descr�be people who have more than one d�sab�l�ty, the most 
s�gn�f�cant of wh�ch �s a profound learn�ng d�sab�l�ty.

there were some concerns that us�ng any blanket terms to descr�be groups w�th 
s�m�lar needs may be st�gmat�s�ng and result �n others fa�l�ng to see people as un�que 
�nd�v�duals.
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Rank�n and Regan (2004) suggest that any def�n�t�on should �mply both:

 • breadth – mult�ple needs (more than one) that are �nterrelated or �nterconnected
 • depth of need – profound, severe, ser�ous or �ntense needs.

 1.2.3 self-advocacy

th�s rev�ew focuses on self-advocacy by people w�th a learn�ng d�sab�l�ty and h�gh 
support needs. However, there �s often confus�on �n def�n�t�on w�th the �nterchang�ng 
of advocacy and self-advocacy. Common def�n�t�ons (see People F�rst, 1993; Sutcl�ffe 
and S�mons, 1995) of self-advocacy �nclude:

 • speak�ng up for yourself
 • stand�ng up for your r�ghts
 • mak�ng cho�ces
 • be�ng �ndependent
 • tak�ng respons�b�l�ty for yourself.

Wr�t�ng over 20 years ago, Cooper and Hersov (1986, rev�sed 1988) saw self-
advocacy as a means of alter�ng the power balance between a person w�th learn�ng 
d�sab�l�t�es and others, although �n pract�ce there �s usually an element of advocacy 
on their behalf by others to ensure that the�r ‘vo�ces’ are recogn�sed, l�stened to and 
acted on.

Werthe�mer (1988) argues that self-advocacy �s more than just talk; �t must also 
�nvolve want�ng to change th�ngs �n your own l�fe. Brandon (2001) echoes th�s when 
he wr�tes:

… the l�tmus test for advocacy �s whether �t helps an �nd�v�dual to get what they 
want, and whether cumulat�vely �t contr�butes to chang�ng oppress�ve systems.

However, these attempts at def�n�t�on may appear to exclude people w�th no formal 
means of commun�cat�on or those who lack the capac�ty to make dec�s�ons. th�s 
prompts a quest�on, then, about how to ensure that people who do not use speech to 
commun�cate are not excluded from advocacy.

 1.2.4 Formal or informal advocates?

the language used to descr�be those support�ng self-advocacy can be confus�ng. 
One study talks about communication partners (Denn�s, 2002) wh�le others refer to 
advocates �n a representat�onal role or to supporters work�ng w�th groups. Although 
these can be very d�fferent roles, the words seem �nterchangeable �n the l�terature. 
Where poss�ble, th�s rev�ew refers to pa�d or volunteer �ndependent advocates as 
formal advocates and others such as fam�ly carers as informal advocates.

the pract�ce survey attempts to clar�fy th�s �n relat�on to d�fferent models of work�ng 
across the f�ve s�tes and then to use the terms from the pract�ce survey reports. In 
all cases, the words refer to those who support people w�th h�gh support needs to 
express the�r v�ews, preferences or cho�ces.
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2 Research review

the research rev�ew found �nformat�on that falls �nto broad areas:

 • development of advocacy and self-advocacy for people w�th h�gh support needs
 • pol�cy and leg�slat�on
 • key needs and �ssues related to self-d�rected support for people and advocacy for 

people w�th h�gh support needs
 • pract�ce �ssues �n advocacy for h�gh support needs.

these areas are summar�sed below.

 2.1 Development of advocacy and self-advocacy for people with 
high support needs

 2.1.1 Generic advocacy and self-advocacy

the self-advocacy movement f�rst ga�ned strength �n the late 1960s and the story of 
th�s development g�ves a clear p�cture of the �ssues faced as people started to assert 
the�r human and c�v�l r�ghts (W�ll�ams and Shoultz, 1991).

In the early days many groups �n the UK were based w�th�n serv�ces such as adult 
tra�n�ng centres and there was an emphas�s on tra�n�ng people �n self-advocacy. 
A handbook for staff at the t�me (Mosley, 1994) has sample group work sess�ons, 
pract�cal examples and d�scuss�ons on empowerment and d�sempowerment. Many 
fam�l�es were st�ll f�ght�ng to obta�n serv�ces for sons or daughters w�th more 
profound learn�ng d�sab�l�t�es, and th�s m�ght expla�n why accounts from th�s t�me 
tend to focus on parents and fam�l�es as advocates, rather than people w�th h�gh 
support needs as self-advocates (Rolph et al, 2005).

 2.1.2 Advocacy for high support needs

In sp�te of pos�t�ve v�ews about fund�ng, qual�ty assurance and evaluat�on of advocacy 
serv�ces generally (Henderson and Poch�n, 2001; Rapaport et al, 2005, 2006; Husse�n 
et al, 2006), and recogn�t�on that prov�s�on has moved on for many people w�th a 
learn�ng d�sab�l�ty, several stud�es and reports suggest that those w�th h�gh support 
needs have not had the same opportun�t�es (Learn�ng D�sab�l�ty task Force, 2004; DH, 
2005b, 2007b), and that advocacy �n th�s f�eld has been slower to develop.

 • A report from the PMLD network (2000) suggested that Valuing People does not 
fully address �ssues for people w�th h�gh support needs. Key act�ons were proposed 
and the network carr�ed out a follow-up survey to see �f the�r report had made 
any d�fference (PMLD network, 2004). Just over half of the partnersh�p boards 
that repl�ed sa�d they were tak�ng forward some of the act�ons but felt they 
needed more �nformat�on, help and tra�n�ng to really �nclude people.

  Person-centred plann�ng and support w�th commun�cat�on �ncreased the 
�nvolvement of people w�th h�gh support needs but the survey prov�ded few 
examples of good pract�ce (see the second part of th�s rev�ew, Sect�on 3: Pract�ce 
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survey, for some examples of serv�ces support�ng people w�th h�gh support needs), 
and concluded that:

W�thout th�s support, �nformat�on and tra�n�ng a huge opportun�ty to mean�ngfully 
�nclude people w�th profound and mult�ple learn�ng d�sab�l�t�es and the�r needs, w�ll 
be m�ssed.

 • the Learn�ng D�sab�l�ty task Force sub-group on People w�th H�gh Ind�v�dual 
Support needs reported the�r concerns �n the 2004 report, Rights, independence, 
choice and inclusion. they suggested that because others often th�nk people w�th 
h�gh support needs are not able to make cho�ces they m�ss out on many benef�ts 
of Valuing People, �nclud�ng person-centred plann�ng, d�rect payments and 
advocacy.

 • the Survey of adults with learning difficulties in England 2003/04 (DH, 2005b) 
found that people w�th h�gh �nd�v�dual support needs were less l�kely to have 
attended ma�nstream school, go to college, rece�ve a d�rect payment, have control 
of the�r money, meet fr�ends who d�d not have a learn�ng d�sab�l�ty, feel safe 
or feel conf�dent. the rev�sed Mansell report (DH, 2007) h�ghl�ghts the lack of 
opportun�t�es �n commun�ty-based serv�ces and support for those w�th complex, 
challeng�ng behav�ours and h�gh support needs and sets out recommendat�ons 
for comm�ss�oners. However, as these are not mandatory and there w�ll be no 
add�t�onal money to �mplement them, there �s some cyn�c�sm as to whether they 
w�ll br�ng about the changes that are requ�red (BILD, 2007).

 • the Independent Advocacy Campa�gn felt there was a lack of �ndependent 
advocacy for people w�th phys�cal, sensory, commun�cat�on and profound and 
mult�ple �mpa�rments and undertook research to look at the level of prov�s�on 
�n England. the�r report, Advocating for equality (Lew�ngton and Cl�pson, 2004), 
suggested �nadequate prov�s�on of su�table serv�ces due to:

 • fund�ng �ssues
 • lack of sk�lls and exper�ence
 • types of advocacy prov�ded not meet�ng the needs of th�s part�cular group
 • l�ttle ev�dence of advocacy plans at a local level.

 • A nat�onal Aut�st�c Soc�ety report �n 2003 (Broach et al, 2003) revealed that many 
adults w�th aut�sm were also unable to access advocacy due to a lack of serv�ces 
that could respond to the�r part�cular needs.

 • the Learn�ng D�sab�l�ty task Force sub-group on People w�th H�gh Ind�v�dual 
Support needs ra�sed concerns about the lack of appropr�ate advocacy �n the�r 
2004 report. they produced a document, Valuing everyone (Valuing People 
Support team, 2004), to challenge learn�ng d�sab�l�ty partnersh�p boards 
to ensure people w�th h�gh support needs could take part �n self-advocacy 
groups. Another recommendat�on was for advocacy groups to develop sk�lls for 
work�ng w�th people w�th h�gh support needs and the government made th�s 
one of the�r pr�or�t�es for fund�ng advocacy �n 2004–05. the Br�t�sh Inst�tute of 
Learn�ng D�sab�l�t�es (BILD) were asked to adm�n�ster the fund�ng and to look 
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at the d�fferent ways groups were support�ng people, and th�s resulted �n the 
development of a ‘toolbox’ for advocacy w�th people w�th h�gh support needs 
(Lawton, 2006b).

 • Mark Brookes (quoted �n Snell, 2002) po�nts out that people start at d�fferent 
po�nts:

D�fferent people are at d�fferent stages and some people w�th learn�ng d�ff�cult�es 
don’t know how to speak up yet…. But even people w�th h�gh support needs are 
start�ng to say “I have my own v�ews and I have a r�ght to express them”.

 2.2 policy and legislation

S�nce the 1980s UK government pol�cy has promoted the �dea of respons�ve and 
flex�ble health and soc�al care serv�ces (DH, 2005a), gradually strengthen�ng a 
poss�ble real�ty for self-d�rected support, and �n wh�ch advocacy often plays an 
�mportant role.

 2.2.1 Introducing advocacy

the debate about d�rect government fund�ng for advocacy was fuelled �n 1986 when 
the D�sabled Persons (Serv�ces, Consultat�on and Representat�on) Act proposed that 
every d�sabled person should have a legal r�ght to centrally funded advocacy. th�s 
part of the Act was not �mplemented but the �dea of a statutory r�ght to advocacy 
was �ntroduced and subsequently rev�s�ted �n the 1990 nat�onal Health Serv�ce 
(nHS) and Commun�ty Care Act, and �n the rev�ew of the 1983 Mental Health Act 
(MHA).

In more recent years pol�cy has focused �ncreas�ngly on the development of advocacy 
serv�ces spec�f�cally, w�th self-advocacy and �nvolv�ng people �n plann�ng serv�ces 
mov�ng up the learn�ng d�sab�l�ty agenda. Key Acts of Parl�ament related to th�s are 
descr�bed below.

 2.2.2 1996 Direct payments Act

the �ntroduct�on of the D�rect Payments Act (DH, 2003) �n 1996 was seen as a 
key change �n approaches to serv�ce prov�s�on that, rather than replac�ng prev�ous 
systems, would:

… co-ex�st, w�th�n a framework of r�ghts, along a cont�nuum of cho�ce and 
�nclus�on w�th key dec�s�ons controlled by the serv�ce user. (Rob�ns, 2006)

th�s fundamental change �n organ�s�ng soc�al care and allocat�ng resources to 
d�sabled people �s summar�sed �n the term ‘self-d�rected support’ (Waters and Duffy, 
2007). th�s model should ensure that everyone, whatever the�r d�sab�l�ty or mental 
capac�ty, can take as much control as poss�ble over the�r own l�ves and the�r own 
support (Duffy, 2003, 2007; Duffy et al, 2004). Ind�v�dual budgets are an essent�al 
element w�th�n th�s framework but can only g�ve people real control over the�r l�ves �f 
they are comb�ned w�th access to flex�ble systems of support, �nformat�on, brokerage 
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and mon�tor�ng (Duffy, 2003; Rob�ns, 2006). In Control was set up to test th�s model 
�n s�x local author�t�es and �dent�f�ed seven steps to the process (Duffy, 2003):

 1. Self-assessment
 2. Plan support
 3. Agree the plan
 4. Manage the �nd�v�dual budget
 5. Organ�se support
 6. L�ve l�fe
 7. Rev�ew and learn

these steps suggest �ssues for people w�th h�gh support needs and the PMLD 
network argues that many are be�ng left behind �n trad�t�onal serv�ces w�th l�ttle 
cho�ce about where they l�ve or spend the�r days (see the PMLD network subm�ss�on 
to Valuing People Now at www.pmldnetwork.org or www.mencap.org.uk).

the government set out a v�s�on for serv�ces �n Improving the life chances of disabled 
people (PMSU et al, 2005), based on the �dea that by 2012 all d�sabled people would 
control the�r own �nd�v�dual budget. G�ll�nson et al (2005) summar�se the effect th�s 
could have:

Independent l�v�ng �s what non-d�sabled people take for granted: l�v�ng your own 
l�fe, dec�d�ng what you want to do and mak�ng �t happen.

 2.2.3 Valuing People/Valuing People Now

Valuing People (DH, 2001), publ�shed �n 2001, was the government’s plan for 
mak�ng the l�ves of people w�th learn�ng d�sab�l�t�es, the�r fam�l�es and carers better, 
and was the f�rst Wh�te Paper for people w�th learn�ng d�sab�l�t�es for 30 years. It 
covers England and a�med for people w�th a learn�ng d�sab�l�ty hav�ng the�r r�ghts as 
c�t�zens, �nclus�on �n local commun�t�es, cho�ce �n da�ly l�fe and real chances to be 
�ndependent. One of the object�ves was:

to enable people w�th learn�ng d�sab�l�t�es to have as much cho�ce and control 
as poss�ble over the�r l�ves through advocacy and a person-centred approach to 
plann�ng the serv�ces they need.

Valuing People �ntroduced person-centred plann�ng as a formal key tool to br�ng 
about these object�ves:

A person-centred approach to plann�ng means that plann�ng should start w�th the 
�nd�v�dual (not w�th serv�ces), and take account of the�r w�shes and asp�rat�ons. 
Person-centred plann�ng �s a mechan�sm for reflect�ng the needs and preferences 
of a person w�th a learn�ng d�sab�l�ty and covers such �ssues as hous�ng, educat�on, 
employment and le�sure. (DH, 2001, p 49)

However, the Jo�nt Comm�ttee on Human R�ghts (2008) found that:
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Independent advocacy �s part�cularly �mportant for people w�th profound and 
mult�ple d�sab�l�t�es, who do not use speech to commun�cate. they are not well 
represented by self advocacy groups, on Partnersh�p Boards or on other nat�onal, 
reg�onal and local fora of people w�th learn�ng d�sab�l�t�es. the result �s that the�r 
needs rema�n low on the Government agenda.

In the same year the Valuing People Support team report (2005) suggested that 
government targets for �nd�v�dual�sed budgets for everyone by 2012 would offer 
people w�th h�gh support needs the same opportun�t�es for cho�ce and control as 
those who rece�ve a d�rect payment.

Valuing People Now: From progress to transformation (DH, 2007c) was the 
government’s consultat�on for the follow�ng three years of learn�ng d�sab�l�ty pol�cy. 
the focus was very much on self-d�rected support, �nd�v�dual�sed budgets and cho�ce 
and control, w�th a prom�se that people w�th complex needs and those from BME 
commun�t�es w�ll not be ‘left beh�nd’ �n out-of-date serv�ces. the a�m was to f�nd out 
what needed to be done to ensure Valuing People was happen�ng for everyone and 
partnersh�p boards were asked to start plann�ng changes w�th people w�th the most 
complex support needs �n m�nd, because ‘they must not be m�ssed out’.

the PMLD network subm�ss�on to th�s consultat�on expressed concerns about the 
lack of access for people w�th h�gh support needs to personal�sed care packages, 
�nnovat�ve serv�ces, advocacy and �nfluence over pol�cy mak�ng and plann�ng, and 
made recommendat�ons wh�ch �ncluded support for fam�l�es who may have to take 
on add�t�onal respons�b�l�t�es �f the person they cared for rece�ved a d�rect payment 
or �nd�v�dual budget.

Valuing People Now (DH, 2007c) recogn�sed the �mportance of advocacy and self-
advocacy �n g�v�ng people cho�ce and control. However, �t also acknowledged 
l�m�tat�ons exper�enced �n advocacy development, �nclud�ng:

 • patchy prov�s�on across the country (Henderson and Poch�n, 2001; Eustace, 2002; 
Lew�ngton and Cl�pson, 2004)

 • many of the object�ves for advocacy had not been met
 • many advocacy organ�sat�ons struggle for money
 • they f�nd �t d�ff�cult to ev�dence outcomes for people they support.

As a result, the government comm�ted fund�ng to a new advocacy development 
programme that would �nclude development of advocacy for people w�th a learn�ng 
d�sab�l�ty and w�th complex needs, as one of three pr�or�ty groups. there was to be a 
focus on leadersh�p tra�n�ng for self-advocates.

As th�s replaced fund�ng to start up new advocacy groups, Mencap (2006a) 
commented that �t would be �mportant to �nclude prov�s�on for people w�th h�gh 
support needs and to ensure successful projects were able to cont�nue.
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 2.2.4 Mental Capacity Act 2005

the Mental Capac�ty Act (MCA) came �nto effect �n 2007 and set out a framework to 
support adults (and �n certa�n c�rcumstances, young people aged 16 or 17) who may 
be unable to make a dec�s�on about the�r own �nterests. Key pr�nc�ples of the Act are:

 • no one can be descr�bed as lack�ng capac�ty s�mply because of a part�cular med�cal 
cond�t�on or d�agnos�s, the�r age, appearance, or any aspect of the�r behav�our

 • capac�ty to make dec�s�ons �s dec�s�on-spec�f�c.

the code of pract�ce says that everyth�ng poss�ble should be done to help the people 
make the�r own dec�s�ons. If th�s �s not poss�ble, �t sets out who can take dec�s�ons on 
another’s behalf, when th�s can happen and how �t should be done.

When dec�s�ons are made �n a person’s best �nterests cons�derat�on must be g�ven to 
the least restr�ct�ve opt�on wh�le respect�ng the person’s bas�c r�ghts and freedoms. 
th�s ensures that someone who �s assessed as lack�ng capac�ty �s put at the centre of 
dec�s�on mak�ng and �t sets up a process for resolv�ng any d�sputes.

the Act protects the r�ght of �nd�v�duals to make the�r own dec�s�ons wherever 
poss�ble, promotes the pr�nc�ple of supported dec�s�on mak�ng and requ�res ev�dence 
that dec�s�ons made by others reflect the person’s cho�ces. th�s clearly has relevance 
for prov�s�on for people w�th h�gh support needs (W�ll�ams, 2005).

A r�ght to advocacy �s �ntroduced �n the MCA w�th the statutory role of the 
�ndependent mental capac�ty advocate (IMCA) (Speak�ngUp, 2007). IMCAs prov�de 
support and representat�on to people who lack capac�ty to make spec�f�c cr�t�cal 
dec�s�ons �nclud�ng those relat�ng to where the person l�ves and ser�ous med�cal 
treatment. the Act prov�des for IMCA support, by organ�sat�ons that are �ndependent 
of the nHS and local author�t�es.

the Depr�vat�on of L�berty Safeguards (DOLS) �s an amendment to the MCA, 
�ntroduced �n Apr�l 2009. th�s extends the roles of IMCAs to �nclude represent�ng 
people where:

 �) �t �s be�ng assessed whether depr�v�ng them of the�r l�berty would reflect the�r best 
�nterests

 ��) they are be�ng depr�ved of the�r l�berty under the safeguards.

 2.2.5 Mental Health Act 2007

the MHA 2007 amended the MHA 1983. It �ntroduced a new form of statutory 
advocacy, �ndependent mental health advocates (IMHAs), from Apr�l 2009. IMHAs 
must be made ava�lable to people who are subject to some formal powers of the 
MHA. there �s a duty to �nform people who are el�g�ble for the support of an IMHA 
about the serv�ce and how they can access �t.

A s�gn�f�cant concern �s that some people are less able to ask for, and so access the 
support of, an IMHA, for example because of �ssues of mental capac�ty. the MHA 
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code of pract�ce suggests that respons�ble cl�n�c�ans should cons�der request�ng an 
IMHA to v�s�t �nd�v�duals who m�ght benef�t but who are unable or unl�kely for whatever 
reason to request an IMHA’s help themselves.

 2.2.6 Putting People First

Putting People First (DH, 2007a) was launched by the government �n 2007. Its �ntent 
�s to transform adult soc�al care so serv�ces are prov�ded �n a personal�sed way, g�v�ng 
people who use serv�ces more cho�ce and control �n the serv�ces they rece�ve. th�s 
demands a rad�cal change to the way serv�ces are prov�ded, and �s a programme 
to enable local author�t�es to support the change to self-d�rected support. the In 
Control webs�te expla�ns th�s as:

 • Independent l�v�ng – the goal
 • Self-d�rected support – the route
 • Ind�v�dual budgets – the veh�cle

Support�ng Putting People First the Department of Health publ�shed the Adult social 
care workforce strategy �n 2009, �dent�fy�ng s�x pr�or�t�es for the workforce:

 • Leadership, effective management and commissioning sk�lls work�ng across all 
serv�ce sectors, �nclud�ng the voluntary/th�rd sector

 • Recruitment and retention �mprovements across a w�de base of sk�lls and attr�butes 
�mprov�ng career pathways for people �n newer roles. th�s could �nclude advocates

 • Workforce remodelling and commissioning to ensure the roles that people 
us�ng serv�ces want are ava�lable, recogn�s�ng personal�sat�on w�ll requ�re more 
soph�st�cated workforce comm�ss�on�ng

 • Workforce development to del�ver a d�verse workforce w�th �ncreas�ngly 
soph�st�cated sk�lls, and effect�ve and access�ble �n�t�al, profess�onal, vocat�onal and 
post-qual�fy�ng learn�ng and development

 • Joint integrated working between health, soc�al care and un�versal serv�ces ensur�ng 
personal attent�on and support

 • Regulation, assuring public safety and raising standards whose rem�t does not cover 
all soc�al care pract�t�oners, although reg�strat�on of add�t�onal groups of soc�al care 
workers w�ll be kept under rev�ew.

 2.3 Advocacy practice for high support needs

 2.3.1 Role of an advocate

As w�th def�n�t�ons of advocacy (see Sect�on 1.2.3) there �s a certa�n amount of 
content�on over the role of advocates, w�th authors grappl�ng to �dent�fy �t prec�sely.

Atk�nson (2000) suggests self-advocacy �s, or should be, the goal of all other forms of 
advocacy. Recorded funct�ons of an advocate �nclude:

 • represent�ng a person w�th h�gh support needs
 • encourag�ng others to understand and �nterpret the�r commun�cat�on
 • enabl�ng the person to ‘speak’ for themselves.
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A number of authors descr�be th�s as ‘supported self-advocacy’ and see �t as a 
progress�on from self-awareness to self-advocacy. Goodley (1998) suggests that 
advocates empower people by show�ng the�r strengths and sk�lls, rather than 
re�nforc�ng what he refers to as the ‘personal tragedy model of d�sab�l�ty’.

Other authors, for example, Wh�ttaker (1989), Iles (1999), Mencap (1999) and treece 
(1999), have concluded that the advocate’s role �s a del�cate balance between hold�ng 
the power and empower�ng others.

More pract�cally, key funct�ons �dent�f�ed for advocates can �nclude �mportant roles 
�n manag�ng a d�rect payment or �nd�v�dual budget and �n fac�l�tat�ng person-centred 
plann�ng.

One other role of spec�f�c advocates �s �n relat�on to the MCA. th�s �ntroduced the 
f�rst statutory advocacy role for adults: the IMCA. th�s �s only ava�lable for people 
who lack capac�ty to make spec�f�c dec�s�ons – as such �t �s a form of non-�nstructed 
advocacy.

 2.3.2 Approaches to advocacy for high support needs

Advocacy w�th people w�th h�gh support needs can suggest quest�ons about whether 
the person has �nstructed a th�rd party to ra�se �ssues on the�r behalf. Joel Rasbash 
(2005) and Chr�s George (2005) d�scuss d�fferent forms that non-�nstructed or non-
d�rected advocacy m�ght take and agree advocates should always start by assum�ng 
the person can commun�cate the�r w�shes �n some way. If th�s �s not poss�ble, there 
are a number of approaches ava�lable, as follows.

 Rights-based approach

A r�ghts-based approach �s useful when an advocate has to act qu�ckly w�th l�ttle 
t�me to get to know the person (George, 2005). It can g�ve them conf�dence to focus 
on c�v�l, moral and legal r�ghts, many of wh�ch are set out �n law (see Hughes and 
Coombs, 2001; DWP, 2005; and the D�sab�l�ty Equal�ty Duty [DED] from the D�sab�l�ty 
R�ghts Comm�ss�on at www.dotheduty.org). th�s approach encourages others to 
quest�on whether the person �s be�ng treated fa�rly and w�thout d�scr�m�nat�on but 
there can be problems �f the person’s r�ghts are unclear or confl�ct w�th each other. 
there �s a danger that, by focus�ng purely on r�ghts, the advocate may m�ss out on 
the opportun�ty to f�nd out about the person as an �nd�v�dual (Lawton, 2006b).

 person-centred approach

Person-centred approaches acknowledge that, desp�te a formal means of 
commun�cat�ng what they want, the ways a person responds or expresses feel�ngs 
can contr�bute to dec�s�on mak�ng. th�s means spend�ng t�me w�th the person and 
often �nvolves a ‘c�rcle’ of support made up of people who know the person well 
and who work together to g�ve them a ‘vo�ce’ and �nvolvement �n plann�ng (George, 
2005). th�s could �nvolve f�nd�ng out how the person m�ght be �nd�cat�ng ‘yes’ or ‘no’, 
look�ng at when and where they do th�s, any patterns or cons�stenc�es and whether 
people respond to or recall the consequences of the�r ‘cho�ce’.
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the C�rcles network CREDO East project supported young people w�th profound 
and complex �mpa�rments �n trans�t�on (Jay, 2005). Parents, brothers, s�sters, fr�ends 
and workers formed c�rcles to support each young person by look�ng at what they 
m�ght want after they left school and how the�r needs could best be met. One of the 
b�ggest challenges �n try�ng to create ‘ord�nary l�ves’ was the lack of contact young 
people had w�th the�r peers. When fund�ng ended, however, the work cont�nued w�th 
other projects that concentrated on fac�l�tat�ng fr�endsh�ps between d�sabled and 
non-d�sabled young people.

the Mencap Trans-active project also �nvolves d�sabled and non-d�sabled teenagers 
work�ng together and us�ng mult�med�a to develop plans for the future (see www.
trans-act�ve.org.uk/).

there �s ev�dence �n the l�terature that a person-centred approach us�ng tools such 
as mult�med�a prof�l�ng (Ladle, 2004), l�fe story books (Hew�tt, 2006) or storytell�ng 
(Grove and Park, 2001) can bu�ld the person’s �dent�ty and help an advocate suggest 
what the�r cho�ces m�ght be. However, �t �s �mportant that advocates are clear about 
the methods they have used and the l�m�tat�ons of the�r understand�ng. there are 
t�mes when a person-centred approach could prolong d�ff�cult s�tuat�ons or delay 
dec�s�ons.

 Watching Brief approach

the Watch�ng Br�ef was dev�sed by As�st Advocacy �n Staffordsh�re (see www.as�st.
co.uk). It prov�des a framework for an advocate to ask the dec�s�on maker a ser�es 
of quest�ons based on e�ght qual�ty of l�fe doma�ns, and prov�des clar�ty about why 
these quest�ons are be�ng asked.

 Witness–observer approach

W�th a w�tness–observer approach, the advocate does not make judgements or 
assumpt�ons but merely reports facts based on observat�ons. th�s can often h�ghl�ght 
th�ngs that may have been m�ssed by others, for example lack of st�mulat�on, d�sl�ke 
of act�v�t�es or the poss�ble commun�cat�on value of certa�n behav�our or act�ons.

 Best interest approach

Descr�b�ng advocacy as ‘best �nterests’ m�ght �mply that a person who cannot 
�nstruct an advocate has a purely pass�ve role �n the dec�s�on-mak�ng process 
(George, 2005). However, the requ�rements of best �nterests �n the 2005 MCA (DCA, 
2007) counters th�s. Dec�s�on makers should encourage the person to take part �n 
the dec�s�on, try to establ�sh the�r v�ews (based on past exper�ences, the�r bel�efs and 
values and any other factors), �nvolve others and avo�d restr�ct�ng the�r r�ghts. th�s 
offers a clearer framework for dec�s�on mak�ng.

However, George (2005) suggests that any non-�nstructed approach s�mply adds to 
the confus�on over advocacy and the role of advocates. In pract�ce, most advocacy 
w�th people w�th h�gh support needs �s a comb�nat�on of all four, wh�ch Henderson 
descr�bes as different points on a continuum of non-instructed advocacy approaches 
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(Henderson, 2007). th�s �s an attempt to balance the person’s human and c�v�l r�ghts 
w�th an understand�ng of what appears to be �mportant to them and what th�ngs 
m�ght look l�ke from the�r perspect�ve (George, 2005).

 2.3.3 Communication and choice

 supporting communication

the l�terature has many suggest�ons for tools to support commun�cat�on �nclud�ng 
observat�on, mult�med�a, augmentat�ve and alternat�ve commun�cat�on a�ds, 
movement, mus�c or objects of reference (Ware, 2003; Ladle, 2004; H�ll, 2005; 
Lacey and Ocury, 2006; Snell, 2006), although there can be no def�n�t�ve l�st as 
commun�cat�on w�th people w�th h�gh support needs w�ll always be a very personal 
process. A couple of examples of methods are:

 • Intensive interaction can be used to enable a person w�th h�gh support needs 
to take the lead, see the�r act�ons as commun�cat�on and use them to start a 
‘conversat�on’ (descr�bed by Phoebe Caldwell, 2002, and Melan�e n�nd and Dav�d 
Hew�tt, 2001)

 • FILO (From the Inside Looking Out) workshops a�m to develop ‘emot�onal l�teracy’ 
wh�ch �ncludes the ab�l�ty to �dent�fy what we are feel�ng and express �t to others. 
A study of FILO workshops w�th f�ve people w�th PMLD found that part�c�pants 
became less self-absorbed and �nteracted more w�th the�r fac�l�tator, enabl�ng them 
to bu�ld a greater understand�ng of the part�c�pant and the�r world (Lean�ng and 
Watson, 2006).

th�s understand�ng should �nclude an acknowledgement of the person’s culture 
and any other �nfluences that need to be understood as part of support�ng 
commun�cat�on. It �s also �mportant to be aware of any personal, rel�g�ous or cultural 
object�ons to the use of photographs or v�deo.

However, for commun�cat�on to develop �nto self-advocacy, �t needs to be recogn�sed 
and valued by others; there should be ready access to the tools w�th wh�ch to 
commun�cate and support to use them and commun�cat�on must be recorded and 
acted on (Lawton, 2006b).

 Gaining evidence of communication or appropriate representation

Interpret�ng the cho�ces of someone who does not commun�cate formally always 
�nvolves an element of guesswork, and therefore any suggest�ons must be supported 
by ev�dence of s�tuat�ons, act�v�t�es or observat�on (Hew�tt, 2006).

th�s need for ev�dence and clar�ty �s h�ghl�ghted �n the work done for See what I mean 
(Grove, 2003), wh�ch suggested that clashes of op�n�on �n �nterpret�ng a person’s 
w�shes are qu�te common and can �nvolve others suggest�ng part�cular dec�s�ons 
�n order to further the�r own agendas or project�ng the�r own �nterests onto th�s 
�nterpretat�on. It suggests such var�ed perspect�ves are natural, and that everyone 
�nvolved should be open and accept�ng to the d�fferences. the gu�del�nes �nvolve 
procedures for:
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 • gather�ng �nformat�on and cons�der�ng the l�kely preferences of a person w�th a 
learn�ng d�sab�l�ty

 • arrang�ng a formal d�scuss�on to d�scover the�r w�shes
 • check�ng �nterpretat�ons.

Some spec�f�c approaches are descr�bed below.

Multimedia profiling br�ngs together v�deo cl�ps, photographs, mus�c and speech to 
g�ve a p�cture of a person’s l�kes, d�sl�kes, exper�ences and �nterests (Ladle, 2004). 
these are held on a computer and the person’s react�ons to var�ous �mages and 
sounds can g�ve them a powerful presence at meet�ngs or rev�ews. However, �t 
�s �mportant to f�nd out �f there are cultural or rel�g�ous object�ons to the use of 
photographs or v�deos of the person and to ensure all �mages show them �n a pos�t�ve 
l�ght. Mencap has produced a fact sheet on consent for v�deos and photographs of 
people w�th PMLD (see Append�x 3 on resources suggested by pract�ce survey s�tes).

Person-centred plans are another way of ensur�ng that others can see that the person 
themself �s d�rect�ng a part�cular cho�ce or course of act�on. Most counc�ls that 
appl�ed for Valuing People beacon status gave examples of work they were do�ng to 
�mprove chances for people w�th h�gh �nd�v�dual support needs (IDeA, 2007). In most 
cases th�s �ncluded:

… mak�ng sure people are �ncluded �n person-centred plann�ng, us�ng a lot of 
d�fferent methods to commun�cate and f�nd�ng out about what they are good at 
and what they want. 

Outcomes-focused approaches can suggest what may or may not need to change, or 
suggest what l�fe �s l�ke for a person w�th a learn�ng d�sab�l�ty. the REACH standards 
(Parad�gm, 2006) outl�ne what people should expect from supported l�v�ng; BILD 
Qual�ty network rev�ews look at a person’s l�fe �n terms of 10 outcomes (Cattermole 
and Blunden, 2006); and the Watch�ng Br�ef (see Sect�on 2.3.2 below) �s a framework 
to suggest quest�ons an advocate m�ght ask (see www.as�st.co.uk).

 supported decision making

Support w�th commun�cat�on and mak�ng cho�ces are fundamental to self-advocacy 
for people w�th learn�ng d�sab�l�t�es and h�gh support needs. Research explor�ng the 
use of supported dec�s�on mak�ng (Goodley, 2005) has �dent�f�ed that �t started w�th 
these assumpt�ons:

 • all human be�ngs commun�cate
 • all human be�ngs express cho�ces and preferences about the�r l�ves
 • these cho�ces and preferences are the bu�ld�ng blocks of dec�s�ons.

Even �f a person needs substant�al help, they are controll�ng the�r own l�fe when 
the�r cho�ces and preferences d�rectly lead to act�on. Everyone, whether d�sabled or 
not, seeks out �nformat�on, adv�ce and support from others, and the�r f�nal dec�s�on 
�s �nfluenced by th�s and by personal preferences, exper�ences and w�shes. In th�s 
context, the ab�l�ty of a person w�th a learn�ng d�sab�l�ty to conceptual�se and use 
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�nformat�on m�ght affect the degree to wh�ch they are �nvolved, but the pr�nc�ple of 
supported dec�s�on mak�ng assumes they can always contr�bute to the process �n 
some way.

We bel�eve that everyone should be able to make cho�ces. th�s �ncludes people 
w�th severe and profound learn�ng d�sab�l�t�es who, w�th the r�ght help and support, 
can make �mportant cho�ces and express preferences about the�r day-to-day l�ves. 
(DH, 2001, p 24)

Advocates can draw on what they have learned about the person and what m�ght 
be �mportant to them to suggest preferences and use these to �nform the dec�s�on-
mak�ng process. the�r role �s not to make dec�s�ons on the person’s behalf (subst�tute 
dec�s�on mak�ng) but to enable the person’s commun�cat�on and preferences to 
d�rectly affect any dec�s�on that �s made. In Control gu�dance (Cramp and Duffy, 
2005) expla�ns to local counc�ls how th�s approach works �n relat�on to �nvolv�ng 
people �n dec�s�ons about �nd�v�dual budgets wh�le a Department of Health gu�de 
(2007d) to best pract�ce �n supported dec�s�on mak�ng recogn�ses that �ncreased 
cho�ce and control requ�res people to work together �n new ways to assess and 
manage r�sk. th�s process of supported dec�s�on mak�ng should �nvolve a range of 
people who know the person well.

there are numerous examples of techn�ques to support people to be �nvolved, but Jo 
W�ll�ams argues that to be effect�ve, these have to be based on a fundamental bel�ef 
�n the value of the �nd�v�dual and the contr�but�on that they can make:

F�rst of all we need truly to recogn�se people w�th profound and mult�ple learn�ng 
d�sab�l�t�es as people who can take part �n dec�s�on-mak�ng. (W�ll�ams, 2005)

the pract�ce survey �ncludes examples of re�nforc�ng a person’s sense of �dent�ty as 
a foundat�on for commun�cat�on or express�on, and �t �s �mportant to recogn�se the 
�mpact of culture, ethn�c�ty or rel�g�on on th�s sense of �dent�ty:

Culture �s a complex m�x of bel�efs, customs, morals, laws and past exper�ence. 
It prov�des a background code of pract�ce by wh�ch �nd�v�duals l�ve; and a set of 
explanat�ons to use �n �nterpret�ng the world. (Roder�ck Landman, �n F�sher, 2001)

there are clearly part�cular �ssues for people from BME commun�t�es where language 
d�fferences, lack of understand�ng of cultures, a shortage of black or As�an advocates 
or colour blindness of schemes (Atk�nson, 2000), mean that subtle commun�cat�ons 
can be m�ssed or m�s�nterpreted.

It �s easy to assume that ‘culture �ssues’ only apply to people from BME commun�t�es 
but culture �s �ntr�ns�c to us all and �t �s easy to overlook the values, use of language 
or �nfluences that m�ght affect the way anyone commun�cates or suggest what m�ght 
be meant by a person’s non-verbal commun�cat�on. W�th people who use no formal 
language, we often assume that the language they m�ght use �s the same as our own.
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 2.3.4 person-centred planning/managing a personal budget or direct payment

Person-centred approaches a�m to ensure that everyone �nvolved �s focused on 
what �s �mportant to the person. Conn�e Lyle and John O’Br�en (2000) rem�nd us to 
emphas�se person-centred approaches as:

… a systemat�c way to generate understand�ng of a person w�th developmental 
d�sab�l�ty as a contr�but�ng commun�ty member.

the perce�ved d�ff�culty �n �nvolv�ng people w�th h�gh support needs �n person-
centred plann�ng can be due to the emphas�s on meet�ngs. Sanderson (2004) argues 
that plann�ng �s a cont�nual process �nvolv�ng l�sten�ng, learn�ng and focus�ng on 
what �s �mportant to the person and work�ng w�th others to act on th�s and make 
th�ngs happen. However, �f we know what a person l�kes, where they feel comfortable 
and how they choose to commun�cate, then these tools should be used to ensure 
meet�ngs have mean�ng for the person. th�s m�ght �nclude photographs, objects of 
reference or mult�med�a prof�l�ng (Ladle, 2004) to ensure that �nformat�on collected 
and shared about the person �s �n formats that they can respond to.

Pos�t�ve examples have shown how supported dec�s�on mak�ng and person-
centred plann�ng can fac�l�tate consent and prov�de ev�dence of control for people 
who needed almost total ass�stance �n manag�ng a d�rect payment. Case stud�es 
h�ghl�ghted the need to focus on develop�ng support around a person, rather than 
focus�ng on the�r sk�lls and ab�l�t�es (Bewley, 1998).

However, a number of authors challenge the concept of person-centred plann�ng as 
a panacea that w�ll put r�ght everyth�ng that �s wrong w�th serv�ces. they argue that 
approaches should be person-dr�ven, flex�ble and �nd�v�dual, not s�mply us�ng ‘off-the-
shelf’ tools or approaches (Black, 2000; K�nsella, 2000).

It �s �mportant for anyone who takes on respons�b�l�ty for manag�ng an personal 
budget or d�rect payment that th�s �s done �n the best �nterests of the person, that 
�t follows good pract�ce �n supported dec�s�on mak�ng (DCA, 2007), and �s done w�th 
reference to the person’s l�kes and d�sl�kes.

 2.3.5 Capacity and consent: working with the MCA

the MCA �ntroduced a two-stage capac�ty test, the f�rst be�ng that the person has an 
�mpa�rment of, or a d�sturbance �n, the funct�on�ng of the�r m�nd or bra�n. the second 
stage �s that the �mpact of th�s �s that the person �s unable to make a spec�f�c dec�s�on 
when they need to. Advocates, other than those work�ng on a str�ctly �nstructed 
bas�s, should cons�der the�r cl�ent’s capac�ty to make part�cular dec�s�ons to gu�de the 
way they work w�th an �nd�v�dual. For example, an advocate may take a best �nterest 
approach for �ssues the person lacks capac�ty on, but would be fa�l�ng to comply w�th 
the MCA �f they also took th�s same approach on matters where, w�th support, the 
person could make the�r own dec�s�ons.

If a person does not have the capac�ty to consent to or to manage a d�rect payment, 
powers under the 1970 Local Author�ty Act can be used to g�ve them more control 
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through an �ndependent l�v�ng trust. th�s prov�des a s�mple legal structure to rece�ve 
payments from a local author�ty and arrange support for anyone who �s el�g�ble for 
commun�ty care (Edge, 2001). they prov�de safeguards for people rece�v�ng �nd�v�dual 
budgets and max�m�se the person’s control through supported dec�s�on mak�ng.

Ann Craft Trust Bulletins exam�ne the poss�ble �mpact of the MCA on people w�th 
a learn�ng d�sab�l�ty (Morgan, 2007), and how �t m�ght �mpact on the�r carers 
(Holzhausen, 2007).

 2.3.6 Involving people in service development

the needs of people w�th h�gh support needs have to be seen �n the context of the 
move away from �nst�tut�onal care and greater emphas�s on cho�ce, commun�ty 
presence and �nclus�on. Serv�ces are expected to �nvolve people and the�r carers �n 
develop�ng serv�ces they use and Valuing People (DH, 2001) sets out a framework for 
�nclud�ng people w�th a learn�ng d�sab�l�ty �n dec�s�on-mak�ng groups.

However, wh�le everyone recogn�ses the �mportance of �nvolv�ng people, S�mons 
(1999) acknowledges that th�s �s a complex process and how th�s should be done �s 
often less clear. the nat�onal Inst�tute for Soc�al Work (nISW), SCIE’s predecessor, 
explored s�m�lar quest�ons about �nvolvement and �nclus�on. two publ�cat�ons �n 1993 
brought together the exper�ences of people who used soc�al care serv�ces w�th those 
who prov�ded them, and set out key po�nts for serv�ces to cons�der �f they genu�nely 
wanted to �nvolve people (Beresford and Hard�ng, 1993; User-Centred Serv�ces Group, 
1993). these pr�nc�ples st�ll underp�n more recent recommendat�ons:

 • �nvolv�ng people from the beg�nn�ng so that they set the agenda, rather than 
respond�ng to a set of quest�ons dev�sed by someone else

 • pay�ng attent�on to deta�ls that ensure people can part�c�pate – access�ble 
venues, �nformat�on, t�me and t�m�ngs, resources, carer support, �nterpreters and 
supporters

 • recogn�s�ng that people who use serv�ces have sk�lls and expert�se, and f�nd�ng 
flex�ble and creat�ve ways for them to contr�bute to meet�ngs or to share these �n 
other ways.

A Mencap report (Body, 2003) challenged whether th�s level of �nclus�on was 
happen�ng w�th partnersh�p boards and �n 2005, the Valuing People rev�ew (Valuing 
People Support team, 2005) suggested people w�th h�gh support needs were unl�kely 
to be �nvolved �n shap�ng serv�ces. th�s was because they were e�ther:

 • less able to speak up, or
 • placed �n separate and segregated serv�ces, often away from the�r fam�l�es who 

m�ght speak up for them.

W�ll�ams (2005) feels:

… a lack of clear d�rect�on has a d�rect �mpact on the �nclus�on of people w�th 
profound and mult�ple learn�ng d�sab�l�t�es.
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Many had more complex health �ssues than the general populat�on and were st�ll 
seen as ‘pat�ents’ l�v�ng �n hosp�tals or nHS campuses. the 2004 deadl�ne for clos�ng 
these �nst�tut�ons has been m�ssed and many people are st�ll l�v�ng away from the�r 
local commun�ty, mak�ng �t more d�ff�cult for the�r fam�l�es to challenge dec�s�ons and 
serv�ces.

If people w�th h�gh support needs are from BME commun�t�es, they are l�kely to 
be even more marg�nal�sed from consultat�ons because of �ssues around culture, 
language and access to appropr�ate serv�ces (F�sher, 2001). As already noted, a 
number of authors (Atk�nson, 2000; Lew�ngton and Cl�pson, 2004; SCIE, 2008) have 
h�ghl�ghted the lack of advocacy prov�s�on for people w�th h�gh support needs and 
from BME commun�t�es, wh�ch could contr�bute to exclus�on from the plann�ng 
process.

the Valuing People rev�ew (Valuing People Support team, 2005) also suggested 
people were more l�kely to be �ncluded �n plann�ng when organ�sat�ons made the 
extra effort to �nclude everyone, rather than look�ng for separate solut�ons for 
those who need more support. Pos�t�ve examples �ncluded l�sten�ng to and valu�ng 
the contr�but�on of fam�ly carers and others who knew people well and had an 
�nvestment �n develop�ng commun�cat�on sk�lls.

Person-centred plann�ng, a key tool for be�ng �nvolved �n dec�s�on mak�ng, can also be 
seen as too d�ff�cult to ach�eve w�th people w�th no formal means of commun�cat�on 
(Robertson et al, 2007). Where people are �nvolved, th�s �s usually because act�ve 
fam�ly members or a c�rcle of support ensure they have a vo�ce �n both the�r personal 
support and �n serv�ce development. However, Mencap’s Breaking point survey 
h�ghl�ghts that for many fam�l�es, the day-to-day pressures of car�ng for a severly 
d�sabled relat�ve dom�nates the�r l�ves (2006b). Any �ncrease �n cho�ce and control 
for a fam�ly member m�ght represent an add�t�onal respons�b�l�ty �f they moved away 
from d�rectly prov�ded serv�ces to employ�ng the�r own support.

 2.4 Quality and development of advocacy

 2.4.1 standards and accountability

An object�ve of Valuing People �s:

to ensure that all agenc�es comm�ss�on and prov�de h�gh qual�ty, ev�dence-based 
and cont�nuously �mprov�ng serv�ces wh�ch promote both good outcomes and best 
value.

the Wh�te Paper (DH, 2001) outl�nes what should be �ncluded �n a qual�ty assurance 
framework and concludes that any system for check�ng qual�ty should:

 • be based on what �s �mportant to people us�ng the serv�ce
 • keep �mprov�ng serv�ces
 • br�ng about pos�t�ve change for people us�ng the serv�ce.
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th�s �s reflected �n the way that the focus of health and soc�al care has sh�fted 
towards what �s �mportant to people who use serv�ces. For example, pol�cy tends to 
be wr�tten �n terms of outcomes (DH, 2005a; Comm�ss�on for Healthcare Aud�t and 
Inspect�on, 2007), and �nspect�ons look at what l�fe �s l�ke for people.

An evaluat�on of the Welsh Assembly Government Advocacy Grants Programme 
concluded that agreed nat�onal advocacy standards and a recogn�sed evaluat�on 
process were needed to ensure equal access to qual�ty advocacy across Wales. the 
report also h�ghl�ghted the ‘frag�le nature’ of advocacy, a lack of ex�t strateg�es and 
the poss�b�l�ty that schemes would close when fund�ng ended. Gaps �n prov�s�on 
�ncluded advocacy for people w�th h�gh support needs (BILD, 2005).

Advocacy schemes can only ev�dence the qual�ty of the�r serv�ce �f there are agreed 
standards about what makes ‘good’ advocacy (Henderson and Poch�n, 2001; BILD, 
2005). the Advocacy Charter (Advocacy Across London, 2004) was developed �n 
2002 by a work�ng group of London advocacy organ�sat�ons that wanted to develop 
a voluntary code �n order to avo�d standards be�ng �mposed by central government. 
the Advocacy Charter impact assessment reported that advocacy serv�ces both w�th�n 
and beyond London found the Charter a useful tool but there had been l�ttle �nput 
from outs�de London and nat�onally agreed standards were needed.

A sem�nar �n 2004 explored �ssues of greater accountab�l�ty and acknowledged the 
power �ssues �nvolved �n ask�ng vulnerable people to comment on the advocacy 
support they rece�ve:

People we support are not �n a good pos�t�on to say what they th�nk of us. Often 
people use the cr�ter�a of fr�endl�ness, not effect�veness. (George, 2004)

In 2006 Quality standards for advocacy schemes (Act�on for Advocacy, 2006a) were 
launched w�th an accompany�ng Code of practice (Act�on for Advocacy, 2006b). 
these were developed from the Advocacy Charter and are currently the only 
nat�onally recogn�sed gener�c standards spec�f�cally developed for the advocacy 
sector. the Code of practice prov�des a clear descr�pt�on of what �s and �s not 
expected of an advocate wh�le the standards are ev�dence based around 10 key areas.

As gener�c standards, these m�ght not meet the needs of every cl�ent group and 
feedback suggested advocacy serv�ces should work w�th people they support to 
agree how the�r own standards m�ght f�t w�th a general code of pract�ce (George, 
2004). Other standards have been developed, both nat�onally and locally, by or for 
spec�f�c advocacy serv�ces, for example those support�ng ch�ldren (DH, 2002), BME 
commun�t�es (Kapas� and S�lvera, 2002), people who use mental health serv�ces 
(M�nd, 2007) or people w�th learn�ng d�sab�l�t�es (Advocacy network – Leeds, 2002). 
Although the l�terature frequently �dent�f�es a lack of appropr�ate advocacy for people 
w�th a learn�ng d�sab�l�ty and h�gh support needs, no examples of standards were 
�dent�f�ed that had been developed around the�r part�cular needs.

A study �nto stakeholder v�ews of advocacy serv�ces for people w�th a learn�ng 
d�sab�l�ty concludes that debates over the mean�ng and purpose of evaluat�on have 
only confused matters (Rapaport et al, 2005). It suggests that much evaluat�on 
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�s ‘one d�mens�onal’ and certa�nly th�s rev�ew �dent�f�ed a number of examples of 
evaluat�on from the perspect�ve of funders (Rapaport et al, 2005, 2006; Husse�n et 
al, 2006), yet very l�ttle publ�shed mater�al look�ng at outcomes for people supported 
by advocacy serv�ces. In the Leeds Advocacy Standards (Advocacy network – Leeds, 
2002), each sect�on of expectat�ons �s followed by examples of how advocacy 
serv�ces could demonstrate that they work �n th�s way. the a�m �s to:

Educate and �nfluence funders away from measurements of advocacy that rely 
solely on the number of people us�ng a serv�ce, or the un�t cost of advocacy.

A study comm�ss�oned from As�st by BILD evaluates the effect�veness of advocacy 
for people fac�ng commun�cat�on barr�ers. the unpubl�shed report d�scusses a range 
of mon�tor�ng processes and tools and acknowledges the �ssues �nherent �n try�ng to 
evaluate ‘effect�ve’ advocacy. Recommendat�ons �nclude:

 • operat�ng a clear set of qual�ty standards
 • us�ng a range of formats to gather feedback
 • evaluat�ng from a 360o perspect�ve to �nclude v�ews of others �mportant to the 

person.

BILD are now p�lot�ng tools to evaluate advocacy, part�cularly �n projects funded 
under the grant allocat�on scheme and Act�on for Advocacy are look�ng at ways to 
l�nk evaluat�on to the Advocacy Charter (Advocacy Across London, 2004).

 2.4.2 Training and development of the advocacy workforce

the quest�on of tra�n�ng �s ra�sed by a number of authors, but opportun�t�es for 
tra�n�ng overall appear to be qu�te fragmented.

Values Into Act�on have developed a tra�n�ng course for self-advocates to tra�n those 
who work w�th them (Cow�e w�th Le Surf, 2006). Sk�lls for Support �s a partnersh�p 
project between the norah Fry Research Centre and the West England Centre for 
Inclus�ve L�v�ng (www.br�stol.ac.uk/norahfry/easy-�nformat�on/downloads/sk�lls-
for-support.pdf)  and the Castanet webs�te l�sts other tra�n�ng resources for self-
advocacy (www.castanet.org.uk).

(Note: the pract�ce survey asked quest�ons about sk�lls, tra�n�ng and resources.)

 2.5 outcomes

 2.5.1 Direct impact of advocacy on people who use services

In publ�shed mater�als, the focus tends to be on evaluat�ng advocacy rather than 
self-advocacy, although one booklet (see Dawson and Palmer, 1993) was �ntended to 
g�ve ‘busy managers’ �nformat�on about self-advocacy and a framework to measure 
pract�ce w�th�n the�r serv�ce.

A Mencap advocacy project �n Cambr�dgesh�re evaluated the�r work aga�nst 
outcomes agreed w�th the�r funder, us�ng workbooks to collect ev�dence from 
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fam�l�es, staff members and others who knew the people well. these examples 
captured the perspect�ve of people w�th h�gh support needs and resulted �n a ser�es of 
powerful statements about the �mpact of advocacy on the l�ves of people supported 
through the project, �nclud�ng a descr�pt�on of someone be�ng seen as an �nd�v�dual 
and no longer ‘at the edge of the room’. th�s qual�tat�ve �nformat�on about changes 
�n the person’s l�fe was comb�ned w�th quant�tat�ve data such as d�rect contact hours. 
th�s methodology �s recorded formally �n a report from the evaluat�on (Mencap, 
2006a).

the Vo�ces through Advocacy (VtA) project  was set up �n response to �ssues around 
advocacy for people w�th h�gh support needs, and a�ms to:

 • develop and promote good pract�ce for advocacy schemes work�ng w�th people 
w�th h�gh support needs

 • develop good pract�ce gu�dance for develop�ng local advocacy plans
 • �ncrease �ndependent advocacy prov�s�on �n four geograph�cal areas across England 

and Wales.

VtA �s part of Spoke, a pract�ce survey s�te for th�s rev�ew, and has prov�ded pract�cal 
examples relat�ng to these a�ms.

 2.5.2 self-advocacy as a tool for service development

there �s a general concern that, desp�te apparent support for self-advocacy, �t can 
be d�ff�cult to br�ng about more than just �nd�v�dual change. Often self-advocacy 
focuses on commun�cat�on and �nterpersonal sk�lls and the control stays w�th serv�ce 
prov�ders who allow people to negot�ate small concess�ons w�th�n a serv�ce, rather 
than br�ng�ng about w�der, more permanent change:

Self advocacy has become very much a tool to support people w�th learn�ng 
d�ff�cult�es to accept the�r pos�t�on �n soc�ety where the�r part�c�pat�on �s 
dependent on the goodw�ll of others, usually profess�onals and serv�ce prov�ders. 
th�s makes people w�th learn�ng d�ff�cult�es feel good and accepted by those 
people who have power. (Asp�s, 1997)

Many wr�ters echo these concerns about pay�ng l�p serv�ce. If the focus �s on self-
advocacy as a means of plann�ng serv�ces �t can become a tool for f�nd�ng out what 
people th�nk about serv�ces, rather than challeng�ng whether those serv�ces should 
ex�st at all. Serv�ce agreements or fund�ng for advocacy groups �n exchange for 
the�r expert�se on certa�n �ssues can mean other agenc�es sett�ng the agenda for 
consultat�on (Asp�s, 1997; Dowson, 1997, 2004; Armstrong, 2002).

th�s emphas�s on serv�ces �gnores the fact that they should only represent a small 
part of anyone’s l�fe, and people w�th learn�ng d�sab�l�t�es also have the r�ght to take 
part �n dec�s�ons about the w�der commun�ty. A ‘parl�ament model’ �n Cambr�dge 
has bu�lt l�nks between people w�th a learn�ng d�sab�l�ty, statutory prov�ders and 
commun�ty serv�ces and enabled them to �nfluence serv�ces (Dearden-Ph�ll�ps and 
Founta�n, 2005). Reports on th�s work do not spec�f�cally ment�on the �nvolvement 
of people w�th h�gh support needs and the evaluat�on of a local advocacy project 
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suggested a lack of awareness of �ssues for people w�th h�gh support needs at a 
strateg�c level (Mencap, 2006a).

SCIE Pos�t�on Paper 3 (2004) found that although people who use soc�al care serv�ces 
are gett�ng more �nvolved, �t �s d�ff�cult to tell how th�s has affected the development 
of serv�ces. It suggests that organ�sat�ons have establ�shed the pr�nc�ple of serv�ce 
user part�c�pat�on but now need to f�nd ways of respond�ng to th�s as well as 
mon�tor�ng and evaluat�ng �ts �mpact.

More recently, �n Pos�t�on Paper 9 (2007) SCIE looked at evaluat�ng ‘stakeholder 
part�c�pat�on’ and found that there was l�ttle ev�dence of systemat�c rev�ews of 
outcomes for people who had been �nvolved �n consultat�ons or plann�ng. It also 
concluded that:

the d�vers�ty of the stakeholders and the goals of part�c�pat�on make �t very 
d�ff�cult to prov�de a s�ngle ‘mag�c bullet’ approach to the measurement of 
effect�ve serv�ce user and carer part�c�pat�on. (SCIE, 2007, p 27)

In exam�n�ng the growth of self-advocacy, Armstrong (2002) suggests that we cannot 
assume that the �ncrease �n numbers of groups has brought about an equ�valent 
�ncrease �n opportun�t�es for self-advocacy, self-determ�nat�on or mean�ngful 
�nclus�on. A large number of groups are st�ll serv�ce-based models where supporters 
m�ght be torn between see�ng people as group members who they are support�ng to 
speak up and as cl�ents under the�r care.

 2.5.3 participation and citizenship

Valuing People (DH, 2001) l�nks part�c�pat�on w�th c�t�zensh�p. th�s means be�ng 
�nvolved �n your own l�fe and �n the l�fe of the commun�ty, �nclud�ng all the serv�ces 
prov�ded by and for that commun�ty, w�th the power to exerc�se full r�ghts as human 
be�ngs rather than be�ng dependent on and controlled by others. Duffy (2003) po�nts 
to s�x ‘keys to c�t�zensh�p’:

 • Self-determ�nat�on – others treat�ng us as people who can speak for ourselves
 • D�rect�on – a purpose and plan �n l�fe
 • Money – to buy what we want and to control how we l�ve and how others treat us
 • Home – a place that belongs to us and where we belong
 • Support – not be�ng controlled by others but hav�ng flex�ble and �nd�v�dual help
 • Commun�ty l�fe – do�ng act�v�t�es alongs�de other c�t�zens and mak�ng fr�ends.

th�s �s very d�fferent from the p�cture of �nclus�on for people w�th h�gh support needs 
found �n the l�terature. A number of wr�ters suggest progress should be measured �n 
terms of changes to the l�ves of people w�th the h�ghest support needs, rather than 
those who have been able to take advantage of changes �n att�tudes, support and 
serv�ces. W�ll�ams (2005) argues that:

th�s �s not only because we need to measure our success �n �mplement�ng Valuing 
People �n terms of �nclud�ng all people w�th a learn�ng d�sab�l�ty, but also because 
ach�ev�ng the goal of real �nclus�on for those who requ�re the greatest support 
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w�ll enable us to �mprove our pract�ce �n work�ng w�th all people w�th a learn�ng 
d�sab�l�ty.

If self-advocacy by people w�th h�gh support needs �s to br�ng about s�gn�f�cant 
change �n pol�cy and serv�ces then advocates and supporters need to look beyond 
�nd�v�dual �ssues and relate what they learn about the person to broader �ssues. th�s 
�s summar�sed by one group of wr�ters (Spedd�ng et al, 2002) as the sh�ft from the 
personal to political aspects of self-advocacy work.

 2.6 Key needs and issues for people with high support needs 
related to self-directed support and advocacy

Relat�vely slow development of advocacy serv�ces for people w�th h�gh support needs 
�s h�ghl�ghted �n Sect�on 2.1 above. In �tself th�s �s a constra�nt on meet�ng the needs 
of people w�th learn�ng d�ff�cult�es and h�gh support needs. However, �n add�t�on and 
�n sp�te of the development work of ex�st�ng advocacy serv�ces, there are some key 
�ssues that st�ll need attent�on for people w�th learn�ng d�sab�l�t�es and h�gh support 
needs �n progress�ng self-d�rected support.

 2.6.1 Capacity of families and carers to manage self-directed support

there are examples �n the l�terature of the huge �mpact on fam�l�es of car�ng for a 
relat�ve w�th h�gh support needs (Mencap, 2006b). However, there �s l�ttle ev�dence 
about poss�ble tens�ons when that person �s supported to ga�n greater cho�ce 
and control, or the �mpact when personal�sed serv�ces requ�re fam�l�es to take on 
add�t�onal respons�b�l�t�es as employers and budget holders.

In 2007, the government comm�ss�oned an �ndependent evaluat�on on the progress 
of �nd�v�dual (now called personal) budgets (IBSEn, 2007). A strong theme runn�ng 
through responses was the �mportance of support from others, �nclud�ng access 
to brokerage to help manage the budget, or to �ndependent advocacy to support 
the person �n mak�ng cho�ces and obta�n�ng �nformat�on. the report suggests that 
w�thout th�s support, �t would be d�ff�cult for �nd�v�dual budgets to work for people 
w�th complex needs who have l�ttle fam�ly support. W�th�n th�s l�es an assumpt�on 
that fam�l�es who may already be ‘at break�ng po�nt’ through car�ng for a relat�ve 
w�th severe d�sab�l�t�es (Mencap, 2006b), w�ll take on the add�t�onal respons�b�l�tes of 
manag�ng a budget and staff team.

these f�nd�ngs echo a study by Values Into Act�on �n 1997 that looked at the 
�ntroduct�on of d�rect payments for people w�th learn�ng d�sab�l�t�es (Coll�ns et al, 
1997). the authors felt few preparat�ons had been made to prov�de the support 
people and the�r fam�l�es m�ght need to manage the budgets, agree support or 
employ staff. Local author�t�es seemed to have d�fferent �nterpretat�ons of a person’s 
capac�ty to consent to a d�rect payment and some d�d not cons�der that, w�th 
appropr�ate support for commun�cat�on and dec�s�on mak�ng, people could be more 
act�vely �nvolved.

the Values Into Act�on report d�scusses the use of an �ndependent l�v�ng trust 
to manage money on the person’s behalf. th�s �s seen as part�cularly useful for 
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people w�th h�gh support needs as the legal framework ensures respons�b�l�t�es of 
employment or other l�ab�l�t�es are met wh�le safeguard�ng the person and mak�ng 
sure they rece�ve the qual�ty of support they need.

In Control (Edge, 2001) suggest ‘supported dec�s�on mak�ng’ as a tool to g�ve people 
w�th complex needs control over the�r l�ves. 

 2.6.2 Communication between people who use services and advocates

Support w�th commun�cat�on and mak�ng cho�ces are fundamental to self-advocacy 
for people w�th a learn�ng d�sab�l�ty and h�gh support needs, yet th�s �s clearly a major 
�ssue w�th people who do not use formal language as a means of commun�cat�on. 
Goodley (2005) suggests many people st�ll bel�eve �n the ‘def�c�t assumpt�on’ and 
that people w�th more complex needs are be�ng ‘marooned’ by the soc�al model of 
d�sab�l�ty, such that:

… self advocacy �s �ncapable of touch�ng those whose �dent�t�es are �mpr�soned by 
severe �mpa�rments of m�nd.

th�s area of pract�ce clearly has much room for development, although �t �s not 
w�thout pos�t�ve examples. Some research shows pos�t�ve examples of support�ng 
advocacy or self-advocacy w�th people w�th h�gh support needs that rejects the 
def�c�t assumpt�on and descr�bes processes such as supported commun�cat�on and 
supported dec�s�on mak�ng (Grove et al, 1999; Walmsley, 2002; M�nn�on, 2006; 
Henderson, 2007; Jo�nt Comm�ttee on Human R�ghts, 2008). these were further 
descr�bed �n Sect�on 2.3.3 on pract�ce �ssues, and further pract�cal examples are 
descr�bed �n Sect�on 3, the pract�ce survey.

 2.6.3 Uptake of direct payments by people with high support needs

By purchas�ng the�r own serv�ces and support people have the opportun�ty to 
challenge pre-concept�ons about how, where and w�th whom they want to spend 
the�r t�me. the Jo�nt Comm�ttee on Human R�ghts (2008) wrote that only then w�ll 
there be a real move away from segregated serv�ces des�gned around health needs or 
the th�ngs people cannot do.

A report reflect�ng on the f�rst four years of the Valuing People agenda (Valuing 
People Support team, 2005) �dent�f�ed a lack of uptake of d�rect payments by people 
w�th h�gh support needs, often due to �ssues of consent. the 1996 Commun�ty Care 
(D�rect Payments) Act states people must consent to hav�ng a d�rect payment, and 
be ‘w�ll�ng and able’ to manage �t. th�s can �nvolve people �n recru�t�ng and employ�ng 
the�r own staff and manag�ng the budget for th�s.

A study by Values Into Act�on (Ryan and Holman, 1998) found some local author�t�es 
d�d not see consent, or willingness to rece�ve a d�rect payment, as separate from 
the ability to manage �t. In these �nstances, many people were seen as �nel�g�ble. 
the study establ�shed that, although �n law a person must consent before a local 
author�ty can make a d�rect payment, local author�t�es should not automat�cally 
assume a lack of capac�ty �n people w�th a learn�ng d�sab�l�ty.
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Support and �nformat�on for fam�l�es who may have to manage staff and f�nances 
�s also an essent�al part of w�den�ng the uptake of d�rect payments (Pr�ncess Royal 
trust for Carers, 2005). A report from the Care Serv�ces Improvement Partnersh�p 
(CSIP) (Edwards, 2007) showed that by March 2007 nearly 20 per cent of those across 
all cl�ent groups us�ng d�rect payments �n tames�de were from BME commun�t�es, 
desp�te these commun�t�es only account�ng for 5.2 per cent of the borough’s 
populat�on. th�s was ach�eved through regular contact w�th local commun�ty groups, 
luncheon clubs, temples and churches and a spec�al�st worker fluent �n four South 
As�an languages. there would seem to be lessons here for other marg�nal�sed groups.

 2.6.4 BME people who use services

there �s a h�gher �nc�dence of people w�th a learn�ng d�sab�l�ty and h�gh support needs 
�n BME fam�l�es, part�cularly �n younger people (Emerson and Hatton, 2004; Sheff�eld 
Care trust, 2006). However, they and the�r fam�l�es are generally under-represented 
�n learn�ng d�sab�l�ty serv�ces (F�sher, 2001), and th�s would suggest that they are at 
even greater r�sk of be�ng left beh�nd or be�ng unable to access support and serv�ces 
that meet the�r spec�f�c needs.

A number of reports h�ghl�ght the lack of advocacy prov�s�on for people w�th h�gh 
support needs from BME commun�t�es (Atk�nson, 2000; Lew�ngton and Cl�pson, 2004; 
DH, 2007; SCIE, 2008), desp�te ev�dence that there �s a greater �nc�dence of h�gh 
support needs, part�cularly among young people from South As�an fam�l�es (Sheff�eld 
Care trust, 2006).

Key messages from SCIE Resource Gu�de 21 (2008) that �dent�f�es good pract�ce �n 
comm�ss�on�ng and prov�d�ng mental health advocacy for Afr�can and Car�bbean men 
could apply equally to ensur�ng advocacy serv�ces are appropr�ate to people from 
BME commun�t�es w�th a learn�ng d�sab�l�ty and h�gh support needs. these messages 
�nclude:

 • Understand the d�vers�ty of need w�th�n commun�t�es
 • Use ex�st�ng data to show the need for advocacy by people from BME  

commun�t�es
 • Bu�ld on methods of commun�ty engagement to understand the needs �n relat�on  

to advocacy, barr�ers and preferences for serv�ce prov�s�on
 • Cr�t�cally exam�ne the extent to wh�ch ma�nstream advocacy serv�ces are meet�ng 

the advocacy needs of people from d�verse local commun�t�es.

 2.7 Indications from the research review for content of the practice 
survey

the research rev�ew suggested the focus for the work �n the pract�ce survey and the 
�nformat�on to be collected should search for:

 • d�fferent models of advocacy support that enable people to be �ncluded �n 
plann�ng and shap�ng the�r soc�al care

 • examples where person-centred plann�ng or approaches have supported people to 
shape the�r serv�ces or support
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 • ways of �nvolv�ng people �n serv�ce plann�ng, development or rev�ew
 • the sk�lls, resources and tra�n�ng needed to support advocacy and self-advocacy
 • ways of mon�tor�ng, evaluat�ng and �mprov�ng advocacy prov�s�on.
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3 practice survey

 3.1 Introduction

the pract�ce survey followed from the research rev�ew, a�m�ng to add a d�mens�on of 
contemporary pract�cal exper�ence to the publ�shed ev�dence. As �nd�cated at the end 
of the research rev�ew, f�ve areas were �dent�f�ed for follow-up by the pract�ce survey:

 • d�fferent models of advocacy support that enable people to be �ncluded �n 
plann�ng and shap�ng the�r soc�al care, and key pract�ce themes

 • examples where person-centred plann�ng or approaches have supported people to 
shape the�r serv�ces or support

 • ways of �nvolv�ng people �n serv�ce plann�ng, development or rev�ew
 • the sk�lls, resources and tra�n�ng needed to support advocacy and self-advocacy
 • mon�tor�ng and evaluat�on.

In add�t�on to address�ng these �ssues �dent�f�ed by the research rev�ew, the pract�ce 
survey also generated further v�ews on other unsol�c�ted �ssues, notably:

 • personal�sat�on of serv�ces
 • fund�ng of serv�ces.

these are also �ncluded �n the f�nd�ngs, and are descr�bed through the op�n�ons, v�ews 
and accounts prov�ded by the s�tes, wh�ch are f�rstly outl�ned below.

 1 ACT (Association for Children’s palliative Care)

the quest�ons were answered �n relat�on to d�fferent advocacy approaches and the 
use of storytell�ng as a way of bu�ld�ng self-awareness and commun�cat�on. the s�te 
also fac�l�tated three focus groups �nvolv�ng a total of 33 people:

 • 10 frontl�ne staff, all of whom work w�th people who have h�gh support needs
 • parent carers of sons or daughter w�th h�gh support needs
 • 12 self-advocates w�th support.

A sem�nar w�th Somerset Advocacy explored models of advocacy �n the l�ght of 
�nformat�on from the focus groups.

 2 people First Lambeth

the ma�n advocacy model used by People F�rst Lambeth �s group work and they 
used examples of th�s to �llustrate the�r answers to the quest�ons. they drew on 
case stud�es, examples of the use of storytell�ng and group work lead�ng to work 
w�th �nd�v�duals through non-�nstructed and/or peer advocacy. they also prov�ded 
examples of work w�th young people �n trans�t�on and w�th people from a range of 
ethn�c backgrounds.
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 3 The Rix Centre

the R�x Centre uses ‘mult�med�a advocacy’ and offers tra�n�ng that �nvolves both 
people w�th a learn�ng d�sab�l�ty and the�r supporters. they �llustrated the�r answers 
by referr�ng to the content of the�r four blocks of study and �dent�f�ed the sk�lls and 
resources needed to support th�s and other modes of advocacy. they prov�ded case 
stud�es and summar�es drawn from the work of the project.

 4 spoke

th�s advocacy serv�ce works w�th people who have phys�cal, sensory and 
commun�cat�on �mpa�rments and prov�ded examples of 1:1, representat�onal and 
non-�nstructed advocacy and of support�ng people to self-advocate. the report 
generated stor�es of the �mpact that tak�ng a collaborat�ve approach can have on 
the l�ves of people who are often seen as unable to express a v�ew. Case stud�es 
�llustrated d�fferent ways of support�ng people to develop self-advocacy sk�lls.

 5 Talkback

th�s �s a user-led organ�sat�on for people w�th a learn�ng d�sab�l�ty. the�r report 
focused on the establ�shment of self-advocacy groups for people w�th a learn�ng 
d�sab�l�ty and h�gh support needs l�v�ng �n an nHS campus scheduled for closure. 
the�r report descr�bed how they fac�l�tated th�s work and found out as much as 
poss�ble about what people m�ght want and need so that th�s �nformat�on could be 
used �n dec�s�ons about who would be l�v�ng where and w�th whom.

 3.2 Models and tools for advocacy and support that enable people 
to be included in planning and shaping their social care

the pract�ce survey revealed several d�fferent models or approaches to advocacy. 
they are not mutually exclus�ve and reports showed d�fferent approaches could 
support and complement each other.

 3.2.1 Multimedia

the term ‘mult�med�a advocacy’ was suggested by the R�x Centre to descr�be an 
approach that takes advantage of advances �n technology to:

Enable �nd�v�duals w�th a learn�ng d�sab�l�ty to make the�r own mult�med�a 
to organ�se the�r th�nk�ng, re�nforce the�r memor�es and commun�cate the�r 
preferences and v�ewpo�nts. (M�nn�on, 2006)

Mult�med�a prof�l�ng �s also used as a tool �n other contexts and can prov�de 
‘ev�dence’ of the person’s day-to-day l�fe and capture the�r commun�cat�on, 
preferences, l�kes and d�sl�kes (Ladle, 2004). It �nvolves d�g�tal v�deo and photography, 
m�crophones, computers and ass�st�ve dev�ces such as sw�tches or keyboards. the 
tra�n�ng of supporters alongs�de people w�th a learn�ng d�sab�l�ty �s an essent�al 
part of th�s approach to advocacy and �s descr�bed �n more deta�l �n Sect�on 3.5. 
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Mult�med�a advocacy often results �n challenges to the culture of serv�ces and the 
role and power of supporters:

A levell�ng of the play�ng f�eld on wh�ch the�r relat�onsh�p �s formed. Both part�es 
are placed on a shared platform of unfam�l�ar ground and the serv�ce user �s placed 
�n charge of the�r own story. (the R�x Centre)

 3.2.2 storytelling

Storytell�ng can enable people w�th barr�ers to commun�cat�on to get �nvolved, us�ng 
props, costumes, sw�tches or mus�cal �nstruments. Groups tell and retell stor�es 
l�nked to exper�ences and �nclude what was heard, seen, smelt, touched, felt or 
tasted. these events are recounted select�vely w�th exaggerat�on for effect and lots 
of opportun�t�es for part�c�pat�on. Grove and Park talk about the ‘3 Rs’ of �nclus�ve 
storytell�ng – rhythm, response and repet�t�on (2001). Reports from the pract�ce s�tes 
showed examples of people w�th h�gh support needs contr�but�ng to and develop�ng 
stor�es �n th�s way.

People F�rst Lambeth use �nteract�ve storytell�ng �n all the�r group work w�th people 
w�th h�gh support needs and the Unl�m�ted Company of Storytellers �n Somerset ask 
staff and fam�l�es to record events �n a story d�ary that �s the person’s property and 
kept �n a spec�al bag. Stor�es can be retold from d�fferent perspect�ves to see �f people 
are happ�er w�th one vers�on than another, and react�ons to objects, and spontaneous 
behav�our that �nd�cates an �nterest, are recorded.

One very popular story beg�ns w�th everyone gett�ng ready �n the morn�ng. People 
choose �tems from a basket of brushes, combs, deodorant and mo�stur�sers. We 
then look at p�ctures of breakfast foods and people choose food they l�ke and 
somet�mes we share food. the centre m�n�-bus then p�cks everyone up. Somet�mes 
the bus breaks down and somet�mes a woman �n the group telephones the 
manager to say ‘We can’t come �n today we’re go�ng out’. then us�ng p�ctures and 
props the group chooses an adventure, wh�ch �s often by the sea. (People F�rst 
Lambeth)

the Unl�m�ted Company have developed a spec�f�c approach to storytell�ng called 
Storyshar�ng™ based on the pr�nc�ples that:

 • stor�es are created around unexpected – or at least, non-rout�ne – events
 • emot�on and feel�ng l�e at the heart of the story
 • we learn to tell stor�es by part�c�pat�ng �n the act of storymak�ng and 

storytell�ng
 • we tell stor�es collaborat�vely w�th others – and at f�rst, adults ‘scaffold’ 

storytell�ng w�th ch�ldren, by accept�ng and extend�ng the�r contr�but�ons
 • personal stor�es are repeated over and over aga�n – we act�vely craft these 

l�ttle tales and roll them out at every soc�al opportun�ty. th�s g�ves plenty of 
opportun�ty for pract�ce. (ACt)
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 3.2.3 Group work

Examples from the l�terature (Forest, 2002) and reports from the survey suggest that 
group work can be a powerful tool to nurture and support self-advocacy. Groups 
prov�de opportun�t�es to develop fr�endsh�ps and relat�onsh�ps and for peer support 
from more �ndependent members. the key �s to th�nk creat�vely about ways of 
�nvolv�ng people and ensur�ng �nd�v�duals have the support they need to part�c�pate.

transport to groups �s often an �ssue and the pract�ce survey suggests that groups 
can be more successful �f they meet �n places where people l�ve or spend the�r days:

Exper�ence tells us that when self-advocacy groups are establ�shed �n central 
meet�ng po�nts, where �nd�v�duals have to get themselves to the meet�ng, all but 
the most able are often excluded. (talkback)

It �s also �mportant to th�nk about where the meet�ng w�ll be held, other assoc�at�ons 
that room m�ght have (for example �s �t the d�n�ng room?) and how people w�ll 
be able to choose to jo�n or leave the group. People usually s�t �n a c�rcle so that 
everyone can see and hear and feel equal.

Mark�ng the beg�nn�ng or end�ng of a group meet�ng �s very �mportant, perhaps by 
shak�ng hands, wav�ng or by speak�ng or s�ng�ng rounds or l�sten�ng to a part�cular 
p�ece of mus�c.

Games that �nvolve s�ng�ng, rhym�ng or throw�ng can also encourage people to bu�ld 
a sense of self-awareness and to acknowledge the presence of others �n the group.

there were examples of ‘props’ be�ng used to support commun�cat�on – perhaps the 
pass�ng of an object to pract�ce turn tak�ng as an �ntroduct�on to one of the bas�c 
sk�lls of commun�cat�on. Objects are also used to help people �nd�cate cho�ces or 
preferences and to enable fac�l�tators and supporters to learn how people m�ght do 
th�s.

Append�x 5 shows talkback’s thoughts on establ�sh�ng a self-advocacy group for 
people w�th h�gh support needs.

 3.2.4 self-advocacy

the consensus from the pract�ce s�tes was that everyone should be supported to 
self-advocate whenever poss�ble but that th�s would often �nvolve d�fferent advocacy 
approaches �n order to g�ve the person a ‘vo�ce’. One descr�bes th�s as:

A form of advocacy that �s, �n theory, least b�ased towards the supporter’s v�ews or 
agendas. (the R�x Centre)

the R�x Centre uses mult�med�a to help people organ�se and commun�cate 
�nformat�on about th�ngs that are �mportant to them, us�ng a self-advocacy 
approach that enables and encourages them to commun�cate as much as poss�ble by 
themselves and �dent�f�es the support they need to do th�s.
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In Sect�on 3.2.9, ‘Clar�ty and val�d�ty of commun�cat�on’ looks at �ssues around 
�nterpret�ng and ev�denc�ng a person’s commun�cat�on and ‘Cooperat�on and 
collaborat�on’ explores the �mportance of collaborat�on and jo�nt work�ng to support 
self-advocacy. However, there were suggest�ons that fac�l�tat�ng the process �s 
a very del�cate balance between empower�ng the person and what one report 
calls ‘supporter dom�nat�on’. Concerns were ra�sed about potent�al dependency �f 
advocacy rel�es too heav�ly on representat�on by others, and ACt referred to a paper 
on the �nternet:

to advocate ‘on behalf’ of another devalues that other; �n that the advocate e�ther 
assumes the other �s �ncapable of self-advocacy or that the advocate �s �nd�fferent 
to the other’s capac�ty to advocate successfully on h�s or her own behalf. 
(Bleasdale and toml�nson, undated)

 3.2.5 Representational advocacy

In th�s context, representat�onal advocacy �s taken to mean e�ther pa�d, formal 
advocacy that tends to be �ssues-based or longer-term, voluntary c�t�zen advocacy. 
the d�st�nct�on between th�s and self-advocacy �s that the advocate w�ll represent 
the person’s v�ews to others. All the examples of representat�onal or 1:1 advocacy 
�n the pract�ce survey demonstrated the �mportance of be�ng clear about why a 
part�cular suggest�on �s be�ng made and ev�denc�ng th�s back to the person themself.

In pract�ce, most advocates reported us�ng a comb�nat�on of self-advocacy and 
representat�on but �dent�f�ed t�mes when they had to move th�ngs on by suggest�ng 
what the person m�ght want. One example �nvolved a person whose med�cat�on had 
been �ncreased to control her ep�lepsy but �t had changed her from be�ng l�vely and 
an�mated to sleepy and unrespons�ve. the advocate went w�th her to a meet�ng:

the consultant sa�d he was ent�rely focused on el�m�nat�ng the se�zures because 
any one could be fatal. I po�nted out that th�s concern had to be balanced w�th a 
concern for the cl�ent’s overall qual�ty of l�fe and expla�ned, w�th the key worker, 
how she had been affected. Eventually the consultant agreed to reduce the level of 
med�cat�on and mon�tor the results. the cl�ent d�d not even open her eyes dur�ng 
th�s conversat�on or respond to prompts. (Spoke)

 3.2.6 Non-instructed or non-directed advocacy

When an advocate cannot f�nd out what a person m�ght want or determ�ne what 
the�r perspect�ve m�ght be, they m�ght adopt a non-�nstructed approach. the 
poss�ble confl�cts and �ssues around th�s are well documented �n the l�terature and 
d�scussed �n the research rev�ew (Walmsley, 2002; Lawton, 2006b; Henderson, 2007; 
Speak�ngUp, 2007; see also www.as�st.co.uk). Examples from the pract�ce survey 
stress the �mportance of honesty and clar�ty about the advocate’s role and how a 
part�cular conclus�on or suggest�on has been arr�ved at. Quest�ons are ra�sed about 
whether th�s should be referred to as advocacy at all. It �s �mportant to note that all 
s�tes support th�s way of work�ng but one report suggests the need for another way 
of descr�b�ng th�s approach:
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It �s stretch�ng the term [advocacy] too far. We have never sa�d that we would 
advocate – we prov�de an �ndependent person for those who APPEAR not to have 
the capac�ty to speak up for themselves (because capac�ty �s someth�ng that can 
change from one s�tuat�on to another). What we do �s add �n another vo�ce, to 
stand �n the�r shoes, to put forward what may be perce�ved as the�r po�nt of v�ew. 
not all advocacy serv�ces have th�s perspect�ve, but �t’s what we do. (ACt)

 3.2.7 peer support and peer advocacy

the pract�ce survey generated clear examples of peer support: people w�th a learn�ng 
d�sab�l�ty tra�n�ng others, fac�l�tat�ng meet�ngs, advocat�ng for the r�ghts of other 
group members or s�mply express�ng sol�dar�ty and support:

When Jul�e, who �s mult�ply d�sabled and l�ves �n a group home, was d�stressed, 
Paula, who has very m�ld learn�ng d�ff�cult�es and l�ves �n her own flat, was worr�ed 
about Jul�e. Paula brought flowers for Jul�e and del�vered them to Jul�e’s group 
home. th�s may seem l�ke a small and ord�nary gesture, but for Jul�e �t was a 
powerful message of support. (People F�rst Lambeth)

there are also examples of workers �n self-advocacy organ�sat�ons who use the�r 
exper�ence of us�ng learn�ng d�sab�l�ty serv�ces to support people w�th more complex 
needs or to empower others through storytell�ng.

 3.2.8 Definitions of advocacy and roles

the �ssue of def�n�ng advocacy and advocates appears a very consum�ng one among 
advocacy groups, and often affects much subsequent explanat�on and gu�dance of 
pract�ce. So �n add�t�on to the pr�nc�ple tasks of the pract�ce survey s�tes also offered 
the�r own perspect�ve on def�n�t�ons of advocacy and roles.

 Advocacy

Advocacy �s def�ned �n many ways but there was consensus among the survey s�tes 
that �t �nvolves:

 • ‘l�sten�ng’ to the vo�ces of people who are d�sadvantaged or marg�nal�sed
 • ensur�ng that they secure the�r legal and human r�ghts and are seen as act�ve 

part�c�pants �n plann�ng and dec�s�on mak�ng
 • see�ng th�ngs from the perspect�ve of the person and work�ng to the�r agenda, 

rather than agendas and perspect�ves �mposed by others
 • enr�ch�ng people’s l�ves by help�ng them to def�ne who they are and cons�der�ng 

what the�r dreams and asp�rat�ons m�ght be – not just the essent�als of everyday 
l�v�ng.

there �s a danger that, by merely represent�ng a person, an advocate could assume 
an �nappropr�ate level of power �n the�r l�fe and become a ‘gatekeeper’ who controls 
relat�onsh�ps w�th others:
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If you become the ‘spec�al’ person �n somebody’s l�fe, the only one w�th whom 
they can commun�cate, you make them dependent on you. (talkback)

 Roles

Supporting self-advocacy (Lawton, 2006a) �dent�f�ed the �mportant role of support 
�n enabl�ng people to develop both soc�al care serv�ces and other areas of the�r l�ves. 
It suggested th�s comes not just from advocates but also from fam�ly, fr�ends, work 
colleagues, job coaches, support workers, group supporters or fac�l�tators. However, 
there are t�mes when an �ndependent advocate can prov�de a un�que form of support 
w�th loyalty to no one but the�r advocacy partner and clear boundar�es around that 
relat�onsh�p.

In reports from the pract�ce survey, the words ‘advocate’ and ‘supporter’ seemed 
almost �nterchangeable �n referr�ng to those who empower people w�th h�gh support 
needs. Although th�s �s very pos�t�ve �n pract�cal terms, �t can lead to confus�on. One 
s�te descr�bed support as ‘a very catch-all term’.

the pract�ce s�tes �dent�f�ed a number of people who m�ght support self-advocacy:

 • Advocate Independent person w�th a spec�f�c formal role
 • Advocate Staff, fam�l�es and others who do th�s da�ly and �nformally
 • Peer advocate Fr�ends or self-advocates w�th a learn�ng d�sab�l�ty
 • Group fac�l�tator W�th a self-advocacy or storytell�ng group
 • Supporter Support worker, other staff member or volunteer
 • C�rcle of support Person-centred plann�ng c�rcle or others focused on the 

 person
 • IMCA Independent mental capac�ty advocate

th�s l�st �s not exhaust�ve but �llustrates the move away from clearly del�neated roles 
and the scope for confus�on about d�fferent roles and approaches. In report�ng or 
d�scuss�ng spec�f�c examples from the pract�ce s�tes, the term that appears �n the 
or�g�nal text has been used. Where examples have been comb�ned or summar�sed the 
word ‘advocate’ refers to any one of a number of people who m�ght perform th�s role.

 3.2.9 Key practice themes from the various models

 General principles

Whatever approach �s adopted, there seemed to be consensus about the key 
pr�nc�ples of advocacy w�th people who have h�gh support needs. these are 
summar�sed �n the R�x Centre report:

 • �nvolve the person f�rst
 • l�sten to the person w�th your eyes as well as ears
 • work on the person’s terms
 • allow the person to have control over the advocacy process
 • allow the person to lead you to th�ngs that matter to them
 • respect the person and h�s/her ways of commun�cat�ng
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 • reflect and document
 • expla�n
 • be pat�ent
 • be open-m�nded
 • be non-judgemental
 • be creat�ve
 • explore new opt�ons and poss�b�l�t�es
 • assess and take r�sks
 • encourage �ndependence
 • offer cho�ce
 • create opportun�t�es
 • learn from your exper�ence, share w�th others and document
 • never g�ve up.

 practical arrangements – preparation, planning and time

Examples �llustrated the t�me needed to understand what the �ssues m�ght be:

Our pract�ce �s we w�ll spend up to three separate v�s�ts �n the same env�ronment 
as a person w�th h�gh support needs…. then the work starts and we start talk�ng 
to everyone else. (ACt)

t�me needed to be spent s�mply be�ng w�th the people who use serv�ces, observ�ng 
the�r day-to-day l�ves, learn�ng about how they commun�cate and talk�ng to the 
supporters who know them. (Spoke)

there was an �mpl�c�t understand�ng that �n one part�cular scheme, where every 
res�dent has a severe commun�cat�on �mpa�rment, there may have been no 
advocacy �ssues addressed �n the f�rst year. (Spoke)

In an �deal world there would always be suff�c�ent t�me to work at the person’s pace 
and �n person-centred ways, but some examples showed advocates work�ng w�th less 
than �deal t�mescales and w�thout t�me to learn about the person’s commun�cat�on. 
In these s�tuat�ons �t was �mportant to ensure that others understood that th�s 
reduced the �nvolvement of the person or group:

Unfortunately less than 24 hours not�ce was g�ven, wh�ch meant that there was no 
t�me to work w�th the res�dents beforehand to expla�n the purpose of the v�s�t and 
ask �f they had spec�f�c quest�ons to ra�se. (Spoke)

two reports �ncluded deta�led �nformat�on about plann�ng and establ�sh�ng self-
advocacy groups for people w�th h�gh support needs. Append�x 5 shows talkback’s 
�deas wh�le People F�rst Lambeth descr�bed how they worked w�th a speech and 
language therap�st to develop �nd�v�dual commun�cat�on plans to �dent�fy the best 
way for each person to jo�n �n. People F�rst Lambeth used personal photographs and 
p�ctures from magaz�nes to help people make �nd�v�dual story books comb�n�ng fact 
and f�ct�on. One was about v�s�t�ng Jama�ca and another about see�ng grandparents 
�n Ireland. th�s re�nforces the �dea that commun�cat�on �s not just about the here and 
now and should allow people the chance to dream.
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 Modes and topics of communication

the need to broaden our def�n�t�ons of commun�cat�on and really ‘l�sten’ to what 
people w�th h�gh support needs m�ght have to say �s probably the strongest theme 
runn�ng through the pract�ce survey.

Sounds, music, body language, tone of voice, shared activities, behaviour, sensory 
experiences, touch, storytelling, photographs and pictures, multimedia or just 
experiencing a silence together were all c�ted as commun�cat�on to be valued and 
shared:

In storytell�ng sess�ons the stor�es told are always mult�-sensory and �nclude 
mus�c, massage, aromatherapy o�ls, use of l�ght, sound effects, tact�le objects to 
feel and touch. (People F�rst Lambeth)

In Lambeth storytell�ng groups, people’s sensory responses are recorded to bu�ld a 
p�cture of the�r commun�cat�on. In Somerset, a ‘total commun�cat�on’ approach has 
resulted �n an observat�onal checkl�st, resources, tra�n�ng, network�ng and qual�ty 
aud�ts to move the subject of commun�cat�on up the pol�cy agenda. Conversat�on 
�n all �ts forms �s seen as a soc�al act�v�ty �nvolv�ng many d�fferent def�n�t�ons of 
‘speak�ng’ and ‘l�sten�ng’:

You speak, I l�sten, I respond, you l�sten etc. (talkback)

It was agreed that �n order to commun�cate effect�vely people need commun�cat�ve 
�ntent, someth�ng to commun�cate about, a means for commun�cat�on and a 
reason for commun�cat�ng. In the R�x Centre’s tra�n�ng �n mult�med�a advocacy the 
commun�cat�on module was descr�bed as a p�votal part:

We bel�eve that everyone has �ntent to commun�cate, and have some means of 
do�ng so; our role �s to f�nd out what that language �s and how we can learn that 
language. (the R�x Centre)

talkback bel�eve the start�ng po�nt �s to suggest when the person m�ght be �nd�cat�ng 
a clear ‘yes’ and a clear ‘no’. th�s �nvolves:

… the bel�ef that commun�cat�ng w�th somebody who has PMLD holds poss�b�l�ty. 
(talkback)

Pract�ce s�tes gave examples where they found p�ctures, objects, sounds or act�v�t�es 
that meant someth�ng to the person and engaged and drew them �n to an act�v�ty. 
A number descr�bed th�s as ‘learn�ng the person’s language’ and stressed the 
�mportance of record�ng commun�cat�on and reflect�ng back on what th�s m�ght 
mean. In descr�b�ng how they establ�sh self-advocacy groups for people w�th h�gh 
support needs, talkback cons�dered the �ssues around th�s:

Commun�cat�ng w�th people who use a d�fferent language from us, should we …
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  a. try to teach them our language?
  b. learn the�r language?
  c. create a shared language? (talkback)

the R�x Centre descr�bed how f�nd�ng a shared language could empower people w�th 
a learn�ng d�sab�l�ty and those who support them. It somet�mes becomes clear that 
someone who appears to have l�ttle or no �ntent�onal commun�cat�on �s actually 
us�ng a w�de range of behav�ours that demonstrate feel�ngs and responses. these 
m�ght �nclude:

 • body language or pos�t�on�ng
 • eye movements
 • fac�al express�ons and gestures
 • behav�our
 • vocal�sat�on

the d�scovery of th�s ‘shared language’ can be transformat�onal and open up all sorts 
of opportun�t�es and relat�onsh�ps to the person:

th�s can be compared to a s�tuat�on where, a tour�st �n a country �n wh�ch a 
d�fferent language �s spoken, not�ces �mmed�ately when someone around them 
speaks the�r mother tongue. (the R�x Centre)

However, there was a warn�ng that, �n the�r eagerness to f�nd commun�cat�on, 
supporters m�ght project the�r own v�ews or see pre-�ntent�onal commun�cat�on 
as ev�dence of the person’s po�nt of v�ew. th�s �s part�cularly d�ff�cult �f the person 
comes from a d�fferent background or culture and may have d�fferent values or 
pr�or�t�es. the overr�d�ng message was the �mportance of �dent�fy�ng and support�ng 
commun�cat�on �n all �ts forms:

I need to know that �f I send a message you w�ll respond �n my language. 
Otherw�se I shall g�ve up try�ng to make contact w�th you. (Caldwell, 2002)

Case example 1: Discovering modes of communication (a)

Gradually be�ng able to control a commun�cat�on sw�tch gave E a means of shar�ng 
stor�es and bu�lt her conf�dence and soc�al l�nks:

E was �nvolved �n a story group where she part�c�pated through a commun�cat�on 
a�d (B�g Mac). At f�rst we just held th�s under her hand and pushed �t up aga�nst her 
hand. Gradually, however, she began to move her f�ngers �ndependently. th�s was 
the f�rst controlled movement she had made. She now has a commun�cat�on a�d 
of her own, and her parents record stor�es onto �t for her when they v�s�t – l�ttle 
th�ngs they have done that make her laugh. She then shares those stor�es w�th 
fr�ends �n the home. th�s has made her more �ndependent and soc�able and has 
been part of the process of mak�ng her l�fe more �nterest�ng and outgo�ng. (ACt)
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Case example 2: Discovering modes of communication (b)

S �s a 17-year-old boy �nvolved w�th a project at the R�x Centre to capture 
�nformat�on to help plan h�s trans�t�on to adult serv�ces. S was very qu�et and 
compl�ant, tend�ng to �nd�cate that he agreed w�th whatever others suggested and 
d�d not engage w�th any of the mult�med�a workshops unt�l he was played v�deo 
cl�ps from prev�ous sess�ons. Suddenly he took control of the mouse and started 
d�rect�ng h�s supporters to th�ngs that �nterested h�m.

S�te reports also stressed the �mportance of �dent�fy�ng top�cs that the person 
m�ght want to commun�cate about and keep�ng an open m�nd about what and 
how the person m�ght do th�s:

It �s poss�ble that people only commun�cate on the level that the person w�th 
whom they are try�ng to commun�cate bel�eves they are capable of reach�ng. 
(talkback)

Case example 3: Identifying topics of concern to communicate

Quest�on�ng everyone’s understand�ng of the word ‘�ndependence’ had enabled 
two members of the Women’s Group of People F�rst Lambeth to �dent�fy s�tuat�ons 
where they felt dec�s�ons by others had reduced the�r �ndependence. they were 
supported to compla�n and overturn these dec�s�ons and the group dec�ded to 
produce a leaflet about �ndependence.

talkback stressed the �mportance of sett�ng up good commun�cat�on env�ronments 
and th�nk�ng about where meet�ngs should take place. they descr�bed one occas�on 
�n a d�n�ng room where smells of cook�ng s�gnalled ‘d�nner now’ and meant people 
putt�ng any object they came �nto contact w�th �nto the�r mouths. th�s resulted �n 
�rr�tat�on and a lack of focus.

there were few examples from the pract�ce s�tes of spec�f�c �ssues around 
commun�cat�on or advocacy w�th people from BME groups. However, the groups 
supported by Lambeth People F�rst reflect local mult�-ethn�c commun�t�es and 
there �s a sense that the�r group work and storytell�ng enable everyone to express 
the�r own �nd�v�dual �dent�ty. they descr�bed a Musl�m woman who has helped 
other group members to understand about d�vers�ty and her cultural and rel�g�ous 
needs. Examples of work around ant�-rac�sm come more from the�r support for 
people w�th m�ld learn�ng d�sab�l�t�es and they are plann�ng to do some awareness 
tra�n�ng around th�s.
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 Clarity and validity of communication

Advocates must be clear about what they have learned from the person themselves 
and what they have made an assumpt�on about. the �mportance of clar�ty about 
roles �s d�scussed �n relat�on to representat�onal and non-�nstructed advocacy �n 
Sect�on 3.2.6.

Case example 4: Clarity of role and information used

One s�te prov�ded an example where an advocate �nv�ted to a rev�ew was not 
clear what the person’s perspect�ve m�ght be. He prepared by look�ng at the care 
plan, talk�ng to staff and fam�ly carers and spend�ng t�me w�th the person. At 
the meet�ng he ra�sed �ssues based on th�s and asked about act�on po�nts from 
a prev�ous rev�ew that appeared to be forgotten or �gnored. It was �mportant for 
everyone to understand h�s role:

When I take th�s approach I expla�n the bas�s on wh�ch I am ra�s�ng the part�cular 
�ssues. (Spoke)

Mult�med�a �s one way of ev�denc�ng a person’s commun�cat�on and val�dat�ng 
how th�s �s be�ng �nterpreted and all s�tes stressed the �mportance of record�ng �n 
some way, for example checkl�sts or commun�cat�on d�ar�es. For the�r storytell�ng 
sess�ons, People F�rst Lambeth developed s�mple t�ck sheets for sensory mon�tor�ng 
that are used to record people’s responses to d�fferent parts of the story. Each 
week two d�fferent people’s responses are recorded. (See Append�x 6 for an 
example of a sensory mon�tor�ng sheet developed by People F�rst Lambeth.)

Case example 5: Evidencing communication

A person who d�d not use words to commun�cate had made �t very clear that she 
was not happy w�th changes to her med�cat�on. the consultant quest�oned the 
advocate’s �nterpretat�on of her commun�cat�on, ask�ng “But d�d she really say 
that, or �s �t just fantasy?”. the advocate used examples where the person had 
commun�cated someth�ng that could be checked and ver�f�ed to ev�dence that she 
was capable of mak�ng her thoughts and feel�ngs known.

Commun�cat�on can often be by means of a ser�es of quest�ons that requ�re the 
person to �nd�cate ‘yes’ or ‘no’. Reports suggested th�s should be done �n a way 
that enables quest�ons to be reflected back to the person �n d�fferent formats �n 
order to check the�r responses. talk�ng Mats (see Append�x 3) were also used �n 
several s�tes to clar�fy and ev�dence commun�cat�on.

two s�tes referred to the MCA and saw �t as a pos�t�ve way of re�nforc�ng that 
capac�ty should be rev�ewed �n the l�ght of each cho�ce or dec�s�on. the dec�s�on-
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mak�ng checkl�st �n the Code of practice (DCA, 2007) was seen as a useful tool. 
One d�scuss�on suggested that �t could be eas�er to understand the role of the 
IMCA than other advocates represent�ng people w�th h�gh support needs. the 
IMCA role and rem�t appeared clearer and they understood the gu�del�nes they 
worked to.

Although �t was not ment�oned spec�f�cally �n all the reports, �t was clear that 
fam�l�es, workers and advocates worked w�th a capac�ty model and were aware of 
the �mpl�cat�ons and sp�r�t of the Act.

 Cooperation and collaboration

People w�th profound d�sab�l�t�es are of necess�ty dependent on others for 
�nterpretat�on of the�r commun�cat�ons and behav�our, wh�ch means that �t �s 
l�kely to be counter-product�ve to �ns�st upon autonomy, or upon an exclus�ve 
relat�onsh�p that �s conf�dent�al and pr�vate. (ACt)

Relat�onsh�ps w�th fam�ly carers, staff and other supporters were seen as cruc�al. 
these were the people who knew the person well, made sure people got to meet�ngs, 
ensured commun�cat�on a�ds were used, comp�led l�fe story books or collected 
�nformat�on to tell others about th�ngs that were �mportant to the person. An 
example of how th�s was done when sett�ng up self-advocacy groups �s �ncluded 
�n Append�x 5. Reports talked about the �mportance of welcom�ng others �nto 
storytell�ng groups and support�ng them to cont�nue the work �n other sess�ons:

It �s �mportant to acknowledge these relat�onsh�ps and to use the staff’s knowledge 
to f�nd out as much as poss�ble about the �nd�v�duals concerned. (talkback)

there are numerous references to th�s sharing of information to produce a 
collaborat�ve v�ew of what th�ngs m�ght look l�ke from the person’s perspect�ve:

Us�ng the spec�al knowledge of close fr�ends and fam�ly alongs�de that of 
profess�onals can help to arr�ve at a jo�ned-up complex p�cture of the �nd�v�dual. 
th�s �s constantly reference back to the mult�med�a advocacy portfol�o and process 
v�a all part�c�pants �n an �nclus�ve process as much as poss�ble. (the R�x Centre)

there �s, however, �n our exper�ence, no subst�tute for tak�ng advocacy to where 
people are. the VtA project has been effect�ve �n prov�d�ng advocacy for th�s 
cl�ent group by v�s�t�ng people where they l�ve and gett�ng to know them and the�r 
supporters. (Spoke)

Another serv�ce talked about the �mportance of building trust w�th the fam�l�es and 
how th�s had resulted �n them work�ng together to agree what people’s cho�ces m�ght 
be around a proposed move to new homes:

At the start of any relat�onsh�p there �s a t�me when you tell and l�sten to each 
other’s stor�es and th�s �s what we d�d. We shared stor�es. We talked about the 
relat�onsh�ps we were beg�nn�ng to bu�ld and we l�stened. (talkback)
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th�s need to work collaboratively with family carers who know the person �s a theme 
runn�ng through the pract�ce survey, yet th�s approach contrasts s�gn�f�cantly w�th 
trad�t�onal advocacy values of conf�dent�al�ty and sol�dar�ty between an advocate 
and the�r partner. It br�ngs us back to the quest�on from one s�te about advocacy 
w�th people who have h�gh support needs and whether there needs to be a d�fferent 
name to encompass these d�fferent ways of work�ng.

Alongs�de many examples of advocates work�ng w�th support staff and fam�ly carers 
to ga�n a shared understand�ng, there were also s�tuat�ons where staff had negat�ve 
exper�ences, or fam�l�es could not understand the need for advocacy for people w�th 
close fam�ly networks:

If you have got a vo�ce w�th natural supports, use them. If there are clashes, eg 
someone wants to be more �ndependent, someth�ng small l�ke choos�ng own 
clothes, I can see there be�ng a need to fac�l�tate the understand�ng of mov�ng 
from parent, to carer to an enabler, wh�ch would then clash �f fam�l�es are not kept 
up to speed. (ACt)

the reports also �dent�f�ed t�mes when everyone found �t �mposs�ble to agree what 
the person’s v�ew m�ght be or felt the�r suggest�ons were not valued:

there �s st�ll th�s att�tude from soc�al serv�ces. Sense that profess�onals prefer to 
deal w�th advocates rather than parents and carers. (ACt)

the creat�v�ty and �mag�nat�on needed to �nterpret what l�fe m�ght look l�ke to 
someone w�th h�gh support needs could result �n people project�ng the�r own bel�efs, 
feel�ngs or exper�ences onto the person. these tens�ons were more l�kely where 
an �ndependent advocate was represent�ng the v�ews of a person w�th l�ttle t�me 
to get to know them. In these s�tuat�ons �t was useful to adopt a very processed 
approach to cons�der and manage d�fferent agendas. th�s �s d�scussed �n more deta�l 
�n the research rev�ew �n relat�on to the See what I mean (Grove, 2003) gu�del�nes 
that suggest putt�ng ev�dence for and aga�nst each �nterpretat�on �n order to agree 
common ground. One part�c�pant �n a focus group suggested that the IMCA approach 
seemed to be more transparent because of the clear gu�del�nes around th�s role.

Case example 6: Dealing with conflict

Some confl�ct had ar�sen regard�ng a man w�th a learn�ng d�sab�l�ty and h�gh 
support needs who was choos�ng to eat pork. the soc�al worker felt he should 
not be allowed to do th�s because �t went aga�nst h�s rel�g�on. the advocate 
sought gu�dance from rel�g�ous leaders and th�s resulted �n a declarat�on from the 
Mosque that because h�s cogn�t�ve awareness was such that he probably d�d not 
understand the �mpl�cat�ons of worsh�p, fast�ng or eat�ng pork, he would not be 
seen as comm�tt�ng a s�n �f he broke any of these rel�g�ous laws.

there was a sense that advocacy serv�ces should do more to promote the�r role to 
people w�th h�gh support needs to m�nor�ty ethn�c commun�t�es. th�s was seen as 
a sk�lled and sens�t�ve p�ece of outreach work that would �nvolve bu�ld�ng the trust 
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of var�ous ‘gate keepers’, ga�n�ng the commun�ty’s v�ew on advocacy and learn�ng 
d�sab�l�ty and then f�nd�ng the r�ght context and language to expla�n th�s before 
d�scuss�ons could take place. th�s l�nks w�th gaps h�ghl�ghted �n the l�terature 
and recommendat�ons for bu�ld�ng culturally sens�t�ve serv�ces and appropr�ate 
advocacy support for BME commun�t�es (F�sher, 2001; Kapas� and S�lvera, 2002; 
SCIE, 2008).

 Continuity of support

the �mportance of a long-term comm�tment was h�ghl�ghted by an early meet�ng 
w�th the serv�ce manager who expressed d�sappo�ntment that a prev�ous attempt 
at �ntroduc�ng advocacy fa�led when the serv�ce concerned ‘gave up’ because of 
the d�ff�cult�es around commun�cat�on and the t�me �t would take to overcome 
them. (Spoke)

the need for cons�stency was ra�sed w�th reference to staff and other profess�onals, 
as well as advocates.

Case example 7: Consistency of interaction with people

A v�s�t�ng drama therap�st had worked w�th res�dents �n one serv�ce for nearly 12 
years and been able to get to know and understand people and the ways they 
commun�cated. He helped them tell staff how they were feel�ng and �f there were 
any �ssues they wanted to ra�se:

th�s has not only helped to better �nform staff and �dent�fy problems, but �t has 
also helped to shape the culture of the scheme, because �t has made the staff 
more aware of and better able to commun�cate w�th each of the res�dents as 
�nd�v�duals. (Spoke)

A number of reports d�scussed the need for everyone to work �n the same way to 
support a person’s commun�cat�on. One of the key ways of do�ng th�s seems to be to 
embed the concept of self-advocacy �nto serv�ce prov�s�on, rather than to see �t as an 
‘add-on’.

Common �mpacts were suggested of all the approaches to advocacy, as descr�bed of 
mult�med�a advocacy below; that �s, they can:

 • engage everyone
 • g�ve people who use serv�ces control
 • help people to develop partnersh�ps that equally benef�t d�fferent serv�ces, the�r 

future serv�ce development and people who use serv�ces
 • �ncrease the range of profess�onal sk�lls of support staff
 • re�nforce person-centred approaches to soc�al care
 • often requ�re organ�sat�onal change.
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Central to all the examples of advocacy were:

 • the not�on of capac�ty
 • the �mportance of fr�endsh�ps and relat�onsh�ps
 • a comm�tment to person-centred approaches
 • the need to spend t�me learn�ng from the person.

 3.3 Examples where person-centred approaches to planning have 
shaped services or support

Person-centred approaches �nvolved f�nd�ng out more about a person and the�r 
commun�cat�on; everyth�ng else followed on from th�s.

Case example 8: Awareness of individual circumstances

D�ana used v�deo cl�ps to show that she found �t d�ff�cult to talk to anyone who 
was stand�ng over her wheelcha�r. A long-term staff member reflected on th�s and 
saw th�ngs very d�fferently when he put h�mself �n D�ana’s s�tuat�on:

Please, don’t stand over me when talk�ng to me … as you do that �t hurts my neck. 
(the R�x Centre)

the reports suggested that processes �nvolved �n person-centred plann�ng, such 
as gather�ng access�ble ev�dence or focus�ng on people as �nd�v�duals, had �n 
themselves rad�cally altered staff att�tudes and serv�ce del�very �n many areas.

there were also examples where person-centred approaches m�ght challenge the 
emphas�s on cho�ce and r�ghts and suggest the �mportance of fr�endsh�ps and 
relat�onsh�ps:

Someone I knew had a l�ttle job at the golf club. An advocate got �nvolved who felt 
he needed to be pa�d. Golf club d�d not want that so he lost the job and the soc�al 
contacts. (ACt)

Fr�endsh�ps, relat�onsh�ps and shar�ng exper�ences were �mportant elements �n 
bu�ld�ng self-awareness and personal �dent�ty, but one s�te felt these were often 
overlooked �n relat�on to people w�th h�gh support needs. People F�rst Lambeth use 
person-centred plann�ng �n groups and w�th �nd�v�duals. they prov�ded an example 
where the�r person-centred approaches to plann�ng w�th someone were not 
reflected �n the support to ma�nta�n the changes they helped her to ach�eve.
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Case example 9: planning aims need to be supported by provider 
services

Angela spent almost two years plann�ng to move to a flat w�th 24-hour support 
but, hav�ng moved, was often alone and �solated. Staff d�scouraged her from do�ng 
th�ngs that were �mportant to her and, and desp�te support to tell the staff that 
she was unhappy, she eventually �nd�cated that she wanted to move back home. 
(People F�rst Lambeth)

there are some examples �n the l�terature that suggest a lack of person-centred 
plann�ng w�th people w�th h�gh support needs (Black, 2000; K�nsella, 2000), but th�s 
example ra�ses more fundamental �ssues about the systems and support that are 
needed to translate these plans �nto real�ty:

We have found that the ma�n l�m�tat�on of PCP [person-centred plann�ng] �s 
the qual�ty of support ava�lable. PCP g�ves people the poss�b�l�ty to dream. the 
challenge for those of us who work w�th people w�th learn�ng d�ff�cult�es �s to offer 
people more than the ab�l�ty to dream. (People F�rst Lambeth)

Person-centred plann�ng approaches were fundamental to all f�ve s�tes and the 
R�x Centre tra�n�ng often leads students to quest�on the ‘person-centredness’ 
of serv�ces where they work. Very few people talked about the use of person-
centred plans, but every pos�t�ve example of change depended on a person-centred 
approach to work�ng w�th people w�th h�gh support needs.

 3.4 How involving people can change service planning, 
development or review

Self-determ�nat�on and chang�ng cultures was central to the work of each pract�ce 
s�te and through th�s they were support�ng self-determ�nat�on and challeng�ng others 
who controlled rather than supported the person.

there was a strong emphas�s on fr�endsh�ps and relat�onsh�ps and examples of people 
exper�enc�ng opportun�t�es beyond the rem�t of learn�ng d�sab�l�ty serv�ces through 
commun�ty l�nks and networks.

 3.4.1 shaping individual services or support

It’s the un�que perspect�ve of the �nd�v�dual, �t turns everyth�ng round. (ACt)

Examples �nd�cated that �nvolv�ng people w�th h�gh support needs �n shap�ng serv�ces 
and support should be seen as an ongoing process, rather than as a one-off event. 
Relat�onsh�ps were bu�lt over t�me, �nformat�on gathered and �ssues �dent�f�ed. When 
th�s happened, advocacy could be a powerful tool to �mprove access to serv�ces or 
qual�ty of l�fe.
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Case example 10: planning takes time

W�th J �t was �ntens�ve �nteract�on and person-centred plann�ng, not a s�ngle event. 
the hol�day �s an ach�evement but to get to that po�nt �s a process. the change �n 
the serv�ce, from day to commun�ty serv�ces, �n h�s own home.… Gett�ng h�m onto 
a m�n�bus. Gett�ng h�m out of the bu�ld�ng. that’s when �t started. In 2004 – one 
step at one t�me.

J’s hol�day was �n 2007, so the process took three years. (ACt)

A number of s�tes talked about need�ng to change attitudes or cultures, power 
balances and establ�shed roles:

People w�th profound and mult�ple learn�ng d�sab�l�t�es rely on others for a h�gh 
level of support, feed�ng, personal care, mov�ng from one place to another and 
as such have a lot done ‘to them’ and ‘for them’. th�s can create a m�ndset where 
people �nvolved �n that d�rect care see the people w�th learn�ng d�sab�l�t�es as be�ng 
pass�ve rec�p�ents. the challenge here �s chang�ng that m�ndset and creat�ng an 
atmosphere where people w�th PMLD are �nvolved as act�vely as poss�ble and are 
seen (and see themselves) as equals. (talkback)

In Somerset a real power sh�ft was brought about through us�ng storytelling in staff 
handovers. these were done w�th the res�dents and everyone jo�ned �n, remember�ng 
key events that had happened and needed to be passed on. Suddenly the process 
became more access�ble and �nclus�ve.

For many people, the�r review meeting �s st�ll the only opportun�ty for chang�ng 
serv�ces or support and a number of reports suggest creat�ve ways to �nvolve people:

Meet�ngs are not always the best place to g�ve people a vo�ce. Gett�ng there, t�me 
and support must also be cons�dered. Mult�med�a advocacy portfol�os can be 
prepared �n advance on the person’s terms and can be v�ewed at d�fferent t�mes. 
People w�th learn�ng d�sab�l�t�es don’t have to repeat the�r stor�es over and over 
aga�n. (the R�x Centre)

We have changed the form of our management rev�ew, we use DVD footage, 
�nstead of wr�tten. [He was] amazed that �t was h�s rev�ew and the �mpact that th�s 
has about the type of serv�ce. Each p�cture tells a thousand words. Yes you do have 
to have the processes �n place, but where the �nd�v�dual �s the centre, �t says more 
self-worth. (ACt)

Another way for people to �nfluence serv�ces �s by be�ng �nvolved �n recruiting staff. 
In one pract�ce s�te cand�dates for support worker posts met the res�dents �nformally 
after the�r �nterv�ews. Staff then supported res�dents to �nd�cate how they felt about 
each cand�date and these are recorded as part of the select�on process.
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Comm�ss�on for Soc�al Care Inspect�on (CSCI) evaluat�ons were another example 
where advocates prov�ded �ndependent support and challenged unreal�st�c t�mescales 
for complet�ng forms. th�s was done by work�ng w�th the person, observ�ng what 
happened to them and the qual�ty of support they rece�ved and by referr�ng to care 
plans, person-centred plans and other records. Aga�n �t was �mportant to be real�st�c 
and honest about how people w�th h�gh support needs had been �nvolved �n th�s.

However, there were challenges for some fam�ly members who saw themselves 
as the best advocate for the�r relat�ve and could not see the need for someone 
�ndependent.

 3.4.2 Influencing wider service provision and policy

there �s always a danger that serv�ce prov�s�on for those �n res�dent�al care w�ll 
be based on the perce�ved needs of a group who are taken as a homogeneous 
whole and cared for �n a way that other people th�nk �s best for them. th�s danger 
�s surely most acute when deal�ng w�th those whose commun�cat�on �mpa�rment 
makes �t d�ff�cult for the�r vo�ce to be heard. (Spoke)

Examples from pract�ce s�tes suggest that when organ�sat�ons make a comm�tment 
to �nvolve people w�th h�gh support needs �n plann�ng or evaluat�on, th�s �n �tself 
can be a catalyst for change. By start�ng to address the way people are �ncluded and 
perce�ved, serv�ce cultures began to change and ways of work�ng seemed to better 
reflect what people want or l�ke. the R�x Centre recogn�ses th�s need for fundamental 
change and suggested that perce�ved barr�ers to adopt�ng a mult�med�a approach 
can come from m�ddle management. If they are reluctant to re-organ�se serv�ces so 
that th�s becomes part of rout�ne they can blame th�s on a lack of resources, t�me or 
access to technology:

Broadly we have observed that the most s�gn�f�cant challenge that mult�med�a 
advocacy pract�ce presents for organ�sat�ons or �nd�v�dual profess�onals �s a 
hand�ng over of control to people who use serv�ces. th�s rema�ns a worthy �deal 
but one that demands substant�ve cultural change for most care-prov�d�ng 
organ�sat�ons. (the R�x Centre)

Somerset Advocacy felt that �t was really pos�t�ve that they had been asked to 
support the partnersh�p board, and People F�rst Lambeth suggested how to �nvolve 
people w�th h�gh support needs:

 • spend t�me w�th people and observe what they l�ke and d�sl�ke
 • f�nd out how people want to commun�cate and get help from speech therapy
 • make meet�ngs d�fferent, more �nterest�ng, creat�ve, fun
 • make �nformat�on as access�ble as poss�ble – th�s w�ll mean d�fferent th�ngs for  

d�fferent people
 • work w�th people’s carers and fam�l�es
 • g�ve staff t�me to learn new ways of work�ng w�th people
 • work w�th people before the po�nt of cr�s�s
 • f�nd ways for people to make fr�ends and support peer advocacy
 • employ people w�th learn�ng d�ff�cult�es for the�r expert�se �n th�s area.
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Case example 11: Taking action beyond the service

tak�ng Act�on �s a project to help people who are bull�ed, harassed or v�ct�ms of 
other cr�me. We use group and �nd�v�dual support. A man w�th commun�cat�on 
d�ff�cult�es was be�ng bull�ed �n h�s day centre. Members of the group wrote a letter 
to the serv�ce manager to compla�n about th�s. th�s was followed up by telephone 
calls from the group fac�l�tator to the day centre and serv�ce manager. the man 
now goes to college and �s away from the day centre more. Day centre staff also 
began mon�tor�ng bully�ng �n the centre. (People F�rst Lambeth)

Involv�ng people w�th h�gh support needs �n w�der serv�ce plann�ng was a process 
that bu�lt up �nformat�on over t�me, rather than by gather�ng people together for 
a part�cular consultat�on event or meet�ng. Mult�med�a, storytell�ng, photographs 
and p�ctures helped people tell the�r own stor�es. More �ndependent people w�th 
a learn�ng d�sab�l�ty gave an �ns�ght �nto people’s l�ves by talk�ng about shared 
exper�ences, for example hol�days or day centres.

Case example 12: participation in consultation

Somerset Advocacy conducted a consultat�on around the closure of day serv�ces 
and parents and carers were �nvolved, alongs�de more �ndependent people w�th 
a learn�ng d�sab�l�ty. they ‘put �n a collect�ve vo�ce’ to support people w�th h�gh 
support needs and found that people wanted somewhere to be safe. As a result, 
soc�al serv�ces set up KIt (Keep�ng In touch) clubs where they could meet w�th 
fr�ends.

If serv�ce mon�tor�ng �s l�nked to person-centred plans �t can g�ve �nd�v�duals a 
‘vo�ce’ �n the process and w�der serv�ce plann�ng can draw on key themes from 
�nd�v�dual plans. In the same way, mult�med�a can be used to capture what �s 
�mportant to people and analys�s of presentat�ons across a serv�ce should �dent�fy 
themes about what type of support m�ght be requ�red and help �n plann�ng 
budgets and resources.

there were t�mes where just start�ng to work �n d�fferent ways or plann�ng how to 
�nvolve people w�th h�gh support needs k�ck-started a culture change �n serv�ces 
or structures, but there were also examples where confl�ct�ng v�ews threatened 
th�s process of empowerment. these often occurred when there was no �nd�cat�on 
of what a person m�ght want and the advocate adopted a representat�onal role. 
Wh�le all s�tes were comm�tted to th�s approach, there were suggest�ons that th�s 
could not be called advocacy �n the true sense �f the advocate was not vo�c�ng the 
person’s clear cho�ces.

However, the key �ssue of control over money and the chance to take on the r�ghts 
and respons�b�l�t�es that go w�th th�s st�ll tends to be dependent on the person 



49

ADULTs’ sERVICEs

hav�ng a comm�tted and mot�vated c�rcle of support, �nclud�ng people w�th the 
sk�lls and �nformat�on to enable supported dec�s�on mak�ng and to manage an 
�nd�v�dual budget or d�rect payment.

 3.5 skills and resources needed to support self-advocacy

S�te reports prov�ded examples of tra�n�ng for people w�th a learn�ng d�sab�l�ty and 
for people who support them.

the R�x Centre descr�bed teach�ng supporters and self-advocates together about 
mult�med�a advocacy, and suggested th�s encourages and empowers supporters to 
challenge both the�r own values and the values of the organ�sat�on or serv�ce that 
employs them:

Mult�med�a advocacy work w�ll thus frequently represent a cultural change for 
serv�ce prov�der organ�sat�ons. (the R�x Centre)

the tra�n�ng �s organ�sed over 12 weeks and covers: person-centred plann�ng tools, 
commun�cat�on, advocacy and a f�nal block that �nvolves work�ng together on a 
mult�med�a advocacy ‘portfol�o’. Supporters often d�scover new th�ngs about a 
person that they m�ght have worked w�th for a long t�me. th�s demonstrates the 
need for cont�nuous profess�onal development to bu�ld sk�lls and conf�dence �n us�ng 
new technolog�es, and also:

… to re�nforce the values that underwr�te effect�ve advocacy and commun�cat�on 
support. (the R�x Centre)

In Somerset, �ntens�ve �nteract�on (Caldwell, 2002) tools and tra�n�ng have �mpacted 
w�dely on work w�th people who have h�gh support needs and developed a culture 
of learn�ng. But somet�mes staff or fam�l�es could not acknowledge that the person 
had the potent�al to commun�cate or were scept�cal about new approaches and the�r 
poss�ble benef�ts. Dora’s story, however, �llustrates what can happen when people are 
prepared to learn from the person:

Desp�te the �n�t�al reservat�ons, the process had a huge �mpact on both Dora and 
her supporter. the mult�med�a advocacy approach helped the supporter to change 
her v�ews of the person that she knew for over 17 years. the process allowed her 
to look at Dora afresh and learn from her. What she found was very pos�t�ve and 
encourag�ng; Dora �s able to commun�cate �n many ways us�ng her body language 
and behav�our, th�ngs that were largely �gnored by many supporters for many 
years. Pos�t�ve regard has helped the supporter to start a new relat�onsh�p w�th 
Dora who was �gnored most of her l�fe and therefore, learned to �gnore and not to 
respond. (the R�x Centre)

there was agreement that self-advocacy groups for people w�th h�gh support needs 
were hugely dependent on the mot�vat�on, exper�ence and �nterpersonal sk�lls of the 
fac�l�tator. A key sk�ll was be�ng able to �nterpret d�fferent commun�cat�ons w�th�n 
the group and to recogn�se, encourage and support �nteract�ons between group 
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members. th�s k�nd of act�ve ‘l�sten�ng’ needs h�ghly tuned observat�on sk�lls, the 
ab�l�ty to not�ce small deta�ls and to wonder what a sl�ghtly d�fferent eye or head 
movement from a group member m�ght mean �n terms of commun�cat�on:

In group work the fac�l�tator can and does take on the role of ‘expert’ observer, 
ma�nta�n�ng a fresh perspect�ve, constantly challeng�ng assumpt�ons and ask�ng 
‘why?’. (talkback)

A number of s�tes suggested assert�veness tra�n�ng and Append�x 7 �ncludes an 
outl�ne or course gu�de for a Speak�ngUp and Keep Safe Group fac�l�tated by People 
F�rst Lambeth for people w�th h�gh support needs. the �mportance of empower�ng 
people to say ‘stop’ or ‘no’ was a thread that ran through a number of reports.

Sk�lls and tra�n�ng �dent�f�ed for advocates �ncluded:

 • commun�cat�on
 • ‘l�sten�ng’, that �s, observat�on and be�ng sens�t�ve to the person’s un�que form of 

commun�cat�on
 • pat�ence to take t�me to understand the person
 • teamwork and collaborat�on w�th others
 • person-centred approaches
 • values
 • sens�t�v�ty and empathy
 • be�ng open to new �deas and w�ll�ng to d�scover someth�ng new about a person you 

m�ght have known for several years
 • counsell�ng
 • exper�ence and l�fe sk�lls
 • the proposed nat�onal tra�n�ng for advocates.

 3.6 Monitoring and evaluation

All pract�ce s�tes felt they had robust systems for mon�tor�ng and evaluat�on, but 
they also ra�sed �ssues about the d�ff�cult�es of do�ng th�s �nternally, part�cularly when 
work�ng w�th people w�th h�gh support needs.

Examples �mpl�ed that �t �s eas�er to get feedback on group act�v�t�es than 1:1 or 
�ssues-based advocacy. Storytell�ng groups were open to v�s�tors who were asked 
what they thought of the group us�ng a short quest�onna�re. Fac�l�tators could 
recogn�se pos�t�ve feedback from people �n groups and felt the�r enjoyment of the 
sess�ons was easy to see.

Somerset Advocacy �s �n the process of develop�ng and p�lot�ng an externally 
val�dated system of evaluat�on. the development of nat�onal advocacy standards was 
seen as a pos�t�ve step that w�ll prov�de a framework for evaluat�on, but concerns 
�ncluded:

 • �t would need to take �nto account the d�fferent models of advocacy used
 • �t m�ght m�ss some of the smaller changes �n people who use serv�ces.
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One report suggested mon�tor�ng needs to prov�de a balance between quant�tat�ve 
and qual�tat�ve �nformat�on, to sat�sfy the requ�rements of funders wh�le captur�ng 
changes �n the l�ves of people w�th h�gh support needs:

Crude f�gures do not always convey the �mpact a small change, such as choos�ng 
what you have for breakfast, can have on a person who has never been encouraged 
or allowed to make the�r own dec�s�ons; or the effect that advocacy can have, 
over a per�od of t�me, �n open�ng the eyes of staff and fam�l�es to what �s poss�ble 
�f those w�th h�gh support needs are g�ven the opportun�ty to start to shape the�r 
own l�ves. (Spoke)

 3.7 Additional issues generated by practice sites

In add�t�on to the top�cs focused on by the pract�ce survey thoughts on other 
relevent top�cs were also revealed �n s�te reports. th�s �nformat�on and v�ews are 
outl�ned below.

 3.7.1 personalisation of services

Reports from pract�ce s�tes re�nforced suggest�ons �n the l�terature that the 
major�ty of people w�th h�gh support needs do not appear to be benef�t�ng from the 
government personal�sat�on agenda (Learn�ng D�sab�l�ty task Force, 2004; DH, 2005b, 
2007a, 2007b). One focus group member suggested that the dr�ve for access�ble 
ev�dence of how �nd�v�dual budgets have been spent would change att�tudes and 
pract�ce �n relat�on to people w�th h�gh support needs. Although th�s was not a 
spec�f�c quest�on for the s�tes, the expectat�on was that at least some examples of 
person-centred plann�ng would result �n an �nd�v�dual�sed budget or d�rect payment. 
the Unl�m�ted Company �s explor�ng the �dea of �nd�v�dual budgets and Somerset �s 
opt�m�st�c that In Control w�ll change the way serv�ces are del�vered �n the county. 
Changes �n serv�ce del�very, for example modern�sat�on of day serv�ces, seemed to 
result �n a greater range of act�v�t�es and more commun�ty-based opt�ons for people. 
However, there are concerns that the burden of manag�ng staff and budgets for these 
serv�ces may fall on fam�ly carers who somet�mes feel excluded from the dec�s�on-
mak�ng processes that lead to these changes.

 3.7.2 Funding

Most s�tes �dent�f�ed �nsecur�ty of fund�ng as one of the major barr�ers to prov�d�ng 
the level of support and comm�tment that they knew would result �n real change. 
However, based on responses from the s�tes, �t would seem that there �s more 
secur�ty of fund�ng for advocacy w�th people w�th h�gh support needs where th�s �s 
part of the core work of the organ�sat�on, rather than a spec�al project.

A common theme runn�ng through the reports was the need for core fund�ng for 
advocacy to enable serv�ces to work w�th people over a long per�od of t�me, not just 
�n t�mes of cr�s�s. In d�scuss�ng relat�onsh�ps between support staff and advocates, 
one part�c�pant h�ghl�ghted the tens�ons for workers when advocates are brought �n 
at very short not�ce:
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need to get to know the person – �t’s not poss�ble to do one-off v�s�ts because 
th�ngs change day to day. (ACt)

Fund�ng from the government’s Advocacy Grants Scheme or Scope had clearly 
enabled serv�ces to work w�th people �n greater depth and over a longer per�od of 
t�me, but �t was apparent that for two s�tes �n part�cular, advocacy w�th people w�th 
h�gh support needs would have to stop �f replacement fund�ng was not �dent�f�ed.
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4 Directions for development

Gu�dance �nclud�ng Valuing People Now has supported pr�or serv�ce-level percept�ons 
that development of support for people w�th learn�ng d�sab�l�t�es and h�gh support 
needs, �nclud�ng advocacy, have been slow to develop relat�ve to other serv�ces 
for people w�th learn�ng d�sab�l�t�es, and emphas�ses the �mperat�ve for a focus of 
development attent�on on enhanc�ng support for th�s group of people.

th�s rev�ew of l�terature and �nnovat�ve pract�ce around advocacy and self-advocacy 
suggests d�rect�ons for development efforts to be taken by stakeholders (�nclud�ng 
pol�cy leaders, serv�ce managers and pract�t�oners).

 4.1 service culture

the central or�entat�on of advocacy serv�ces should create serv�ce cultures that 
emphas�se the potent�al of all people who use serv�ces and the�r r�ghts to equal 
c�t�zensh�p, �nclud�ng:

 • a fuller understand�ng of the potential of people who do not use formal language 
to commun�cate through other means and express the�r �nterests and preferences

 • a focus for enabling self-directed support to become a real�ty as much as poss�ble 
for people w�th learn�ng d�sab�l�t�es and h�gh support needs. A key �ssue �n th�s 
�s prov�d�ng �nformat�on and develop�ng collaborat�ve approaches w�th fam�l�es 
and carers, tak�ng account to prevent such efforts that are �ntended to empower 
people who use serv�ces from becom�ng a burden to the fam�ly, compet�t�ve and 
counter-product�ve

 • an expectat�on of inclusion of people who use services w�th h�gh support needs �n 
serv�ce rev�ews, comm�ss�on�ng and commun�ty development.

 4.2 Building the evidence base for advocacy for people with 
learning disabilities and high support needs

Key gaps or rel�ab�l�ty of ev�dence and �ssues for advocacy for learn�ng d�sab�l�t�es and 
h�gh support needs need to be f�lled. those �dent�f�ed by th�s report were:

 • knowledge of the effect�veness and su�tab�l�ty of var�ous approaches to support�ng 
self-advocacy

 • a system to standard�se serv�ce evaluat�on for outcomes across d�fferent 
approaches. Wh�le mon�tor�ng and evaluat�on of serv�ces are most helpful for local 
serv�ce development, attent�on �s also needed on the cont�nued development 
of standards and measurement tools, bu�ld�ng on progress already made, such 
as through BILD and the Advocacy Charter, but w�th attent�on to the spec�f�c 
requ�rements for advocacy �n relat�on to learn�ng d�sab�l�t�es and h�gh support 
needs

 • means of �mprov�ng engagement and prov�d�ng support to people w�th learn�ng 
d�sab�l�t�es and h�gh support needs from BME populat�ons

 • comm�ss�oned research to address these and other gaps �n the ev�dence.
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 4.3 Developing services in line with the evidence base

Serv�ces should be �nformed by best ev�dence �n advocacy organ�sat�on and pract�ce:

 • serv�ce leaders should encourage awareness and adopt�on among staff, managers 
and comm�ss�oners of the ev�dence base for �ntervent�ons and prov�de �mpetus to 
�ts cont�nu�ng development and �nnovat�ons

 • ra�se the prof�le of mon�tor�ng serv�ce del�very and evaluat�on of effect�veness, to 
support del�very of appropr�ate and effect�ve methodolog�es/�ntervent�ons and 
also growth of the ev�dence base

 • g�ve pr�or�ty to �nd�v�dual�sed assessment, search for opt�mum commun�cat�on 
modal�t�es and technolog�es and use them

 • encourage person-centred plann�ng and collaborat�ve �mplementat�on of support 
plans w�th ‘home serv�ce’ prov�ders and beyond �nto un�versal and commun�ty 
serv�ces

 • support collaborat�on w�th fam�l�es and carers.

 4.4 Advocacy workforce strategy

Attent�on should be g�ven by workforce developers and comm�ss�oners to �ncrease 
the coherence of advocacy workforce development, be�ng gu�ded by the ev�dence 
base and the Adult social care workforce strategy (DH, 2009). th�s should �nclude 
attent�on to aspects of personal�s�ng support spec�f�cally for people w�th learn�ng 
d�sab�l�t�es and h�gh support needs. Key elements of such a strategy would be:

 • �dent�fy�ng advocacy roles that are requ�red locally to support people w�th 
learn�ng d�sab�l�t�es and h�gh support needs to develop the�r own self-d�rected 
support and to part�c�pate fully �n serv�ce ut�l�sat�on, development and commun�ty 
opportun�t�es

 • collaborat�on between serv�ce comm�ss�oners and workforce educat�on and 
development prov�ders to �dent�fy a framework �n wh�ch advocacy development 
can be del�vered us�ng the ev�dence base at �ts core

 • �ncreas�ng the prom�nence of the ex�st�ng knowledge base of advocacy pract�ce, 
�nnovat�on and organ�sat�on for support�ng people w�th learn�ng d�sab�l�t�es and 
h�gh support needs

 • local leadersh�p on des�gn�ng appropr�ate educat�on and tra�n�ng opportun�t�es 
accord�ng to local needs and clar�fy�ng and s�mpl�fy�ng access to th�s for serv�ce 
prov�ders.

 4.5 Commissioning

Comm�ss�on�ng needs to be �nformed by world-class comm�ss�on�ng pr�nc�ples to 
bu�ld advocacy serv�ces based on:

 • populat�on needs assessment, �nclud�ng data and �nformat�on about the full local 
populat�on, serv�ce data �nclud�ng numbers and needs of known people w�th 
learn�ng d�sab�l�t�es and h�gh support needs
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 • people who use serv�ces and carers should be g�ven the necessary support and 
encouragement to express the�r v�ews about the�r own needs

 • the ev�dence base for effect�veness �n relat�on to spec�f�c needs of people w�th h�gh 
support needs, �nclud�ng those outs�de of spec�al�st learn�ng d�sab�l�t�es serv�ces 
and �nto the w�der commun�ty, wh�ch may be locally based ev�dence and/or 
publ�shed research

 • fund�ng mechan�sms that support serv�ce rel�ab�l�ty and enable �ts growth and 
development.
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Appendix 1: Membership of the Advisory Group

 L�nda Cooper  Fam�ly carer

 Stephan�e Edwards  Hertfordsh�re County Counc�l

 Mary Flynn  POhWER advocacy agency

 Raymond Johnson  Self-advocate, People F�rst Ltd

 Jenn�fer taylor  Self-advocate, People F�rst Lambeth

 Kerry Walsh  Mencap Cambr�dge Advocacy Project
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Appendix 2: pen portraits of the five practice survey 
sites

1. ACT (Association for Children’s palliative Care), Somerset
Ma�n contacts: Mary-Ellen Harr�s (Somerset Advocacy)
 Dr n�cola Grove (the Unl�m�ted Company)

ACt �s an �ndependent consort�um of three organ�sat�ons who work w�th people w�th 
profound d�sab�l�t�es across Somerset:

 • Somerset Advocacy
 • the Unl�m�ted Company of Storytellers w�th Learn�ng D�sab�l�t�es �n Somerset
 • Somerset total Commun�cat�on (StC)

somerset Advocacy
the Albemarle Centre, Albemarle Road, taunton tA1 1BA 
tel: 01823 322900 
www.commun�gate.co.uk/twc/somersetadvocacy/

An advocacy serv�ce for people w�th learn�ng d�sab�l�t�es. People e�ther self-refer or 
are referred to the serv�ce v�a telephone, ema�l or personal contact. Spec�f�c work 
w�th people w�th h�gh support needs �s funded for two years under the government 
Advocacy Grant Scheme adm�n�stered by the Br�t�sh Inst�tute of Learn�ng D�sab�l�t�es 
(BILD), end�ng Apr�l 2009.

The Unlimited Company
Dr n�cola Grove, c/o BILD, Camp�on House, Green Street, K�dderm�nster,  
Worcs DY10 1JL 
tel: 01562 723010 
Ema�l: drn�colagrove@fastma�l.net

the Unl�m�ted Company uses storytell�ng to support people to bu�ld self-awareness 
and commun�cat�on sk�lls and to learn about the power of shar�ng and tell�ng stor�es. 
the project �s currently adm�n�stered by BILD and are funded through the Learn�ng 
D�sab�l�ty Development Fund from 2008–11.
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somerset Total Communication (sTC)
c/o Resources for Learn�ng, Parkway, Br�dgwater, Somerset tA6 4RL 
tel: 01278 444949 
Fax: 01278 447114 
Ema�l: stc@somerset.gov.uk 
www.somerset.gov.uk/somerset/soc�alserv�ces/p�/stc/

Somerset total Commun�cat�on (StC) �s a mult�-agency partnersh�p led by Somerset 
County Counc�l and Somerset Health Commun�ty to ensure a cons�stent ‘cradle 
to grave’ strategy. Jo�nt fund�ng between partners supports an StC resource base 
and core team. StC �s a nat�onally recogn�sed process of us�ng speak�ng w�th body 
language, fac�al express�on, mult�-sensory channels, objects, representat�onal objects, 
photographs, p�ctures, symbols, wr�t�ng, v�deos, computers as appropr�ate for 
�nd�v�dual understand�ng and express�on of needs, wants, cho�ces and �ndependence 
– anyth�ng that promotes more effect�ve two-way commun�cat�on.

2. people First Lambeth, London
Ma�n contact: Donna Pearson 
336 Br�xton Rd, London SW9 7AA 
tel: 020 7642 0042/45/08 
www.peoplef�rstlambeth.org.uk

People F�rst Lambeth �s an �nclus�ve self-advocacy organ�sat�on that �ncludes people 
w�th h�gh support needs �n groups alongs�de those who are more �ndependent. they 
are funded by Lambeth Soc�al Serv�ces as part of a contract around self-advocacy 
for adults w�th learn�ng d�sab�l�t�es and support�ng people w�th h�gh support needs �s 
seen as part of the�r core work, rather than a spec�f�c or short-term project.

3. The Rix Centre, London
Ma�n contact: Gos�a norw�cka  
Un�vers�ty of East London, Docklands Campus, Un�vers�ty Way, London E16 2RD 
tel: 020 8223 7561 
www.r�xcentre.org

the R�x Centre �s an �ndependent research centre, based at the Un�vers�ty of East 
London, promot�ng a mult�med�a approach to self-advocacy through project work 
and teach�ng. they offer tra�n�ng, support and consultancy to people w�th a learn�ng 
d�sab�l�ty, the�r fam�l�es, supporters and serv�ce prov�ders. the R�x Centre �s funded 
through a comb�nat�on of academ�c research contracts, char�table donat�ons and 
comm�ss�oned product�on and consultancy work.
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4. spoke, Dunstable
Ma�n contact: n�gel Brown 
D�sab�l�ty Resource Centre, Poynters House, Poynters Road, Dunstable LU5 4tP 
tel: 01582 470947 
Ema�l: spoke@br�t�shl�brary.net 
www.luton.gov.uk/�nternet/Counc�l_government_and_democracy/Counc�ls/
Counc�l%20Departments/Hous�ng%20and%20soc�al%20serv�ces/D�sab�l�t�es/
Spoke%20-%20Advocacy%20for%20Soc�al%20Serv�ces%20Cl�ents

Spoke �s an �ndependent advocacy serv�ce for adults �n Luton, Bedford and the 
surround�ng areas who have phys�cal, sensory and commun�cat�on �mpa�rments. 
Advocacy for people w�th h�gh support needs �s prov�ded ma�nly through the Vo�ces 
through Advocacy (VtA) project, a consort�um fac�l�tated by Spoke. the VtA project 
�s based �n res�dent�al schemes �n Houghton Reg�s, M�lton Keynes and northampton. 
Spoke rece�ves fund�ng from Luton Borough Counc�l to prov�de some advocacy for 
people l�v�ng �n commun�ty sett�ngs, but the VtA project �s funded by the B�g Lottery 
and �s �n �ts f�nal year. If �t �s not poss�ble to secure suff�c�ent fund�ng, th�s part of 
the�r work w�ll not cont�nue.

5. Talkback, Amersham
Main contact: Lyn Gr�ff�ths 
Amersham Commun�ty Centre, Ch�ltern Avenue, Amersham, Bucks HP6 5AH 
tel: 01494 434448 
Ema�l: talkback@talkback-uk.com

talkback �s an organ�sat�on that works for and w�th people w�th a learn�ng d�sab�l�ty 
and work�ng w�th people w�th h�gh support needs �s one element of the�r work. 
they were or�g�nally funded to work w�th people w�th h�gh support needs through 
the government Advocacy Grant Scheme adm�n�stered by BILD. th�s �s now funded 
through serv�ce level agreements and Learn�ng D�sab�l�ty Development Fund money. 
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Appendix 3: Resources suggested by the practice 
survey sites and others involved in this review

[Contact deta�ls for the pract�ce s�tes are g�ven �n Append�x 2.]

pMLD staff resource pack
th�s resource pack has been developed to support all staff to work effect�vely w�th 
adults w�th profound and mult�ple learn�ng d�sab�l�t�es (PMLD). the Somerset Learn�ng 
D�sab�l�ty Partnersh�p Board comm�ss�oned the work.

Action for advocacy (A4A)
www.act�onforadvocacy.org.uk

Asist
www.as�st.co.uk

Bag Books (mult�-sensory story packs)
www.bagbooks.org

Big Mac (vo�ce output commun�cat�on a�d sw�tch that allows for 20 seconds of sound 
record�ng)
www.thesensorycompany.co.uk

BILD (British Institute of Learning Disabilities)
www.b�ld.org.uk

Choice for people with Learning Disabilities and High support Needs (update 
on the Cho�ce In�t�at�ve by Hazel Morgan, Foundat�on for People w�th Learn�ng 
D�sab�l�t�es, free to download)
www.learn�ngd�sab�l�t�es.org.uk/publ�cat�ons?entry�d=22381&EntryId5=22282&char=C

Communication for person-centred planning (Nicola Grove, Foundation for People 
with Learning Disabilities, free to download)
www.learn�ngd�sab�l�t�es.org.uk/publ�cat�ons?entry�d=22381&EntryId5=22381 
&char=C

Consent for videos and photographs of people with pMLD (Mencap factsheet free 
to download from ‘Resources’ sect�on of the�r webs�te)
www.mencap.org.uk 
www.mencap.org.uk/document.asp?�d=1610

ETRAN frames (p�ctures and objects can be attached for people who eye po�nt) 
www.�nclus�ve.net/downloads/call/cr�b_etran.pdf
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Keep safe (a gu�de to personal safety wr�tten �n 2006 by the Home Off�ce)
www.cr�mereduct�on.homeoff�ce.gov.uk/keepsafe.htm

Michael Rosen (‘th�s �s the Hand’ poem, used �n People F�rst Lambeth group work) 
www.m�chaelrosen.co.uk/

Multimedia profiling
www.mencap.org.uk/document.asp?�d=1768&audGroup=&subjectLevel2=&subjectId
=9&sorter=1&or�g�n=subjectId&pagetype=&pageno=&searchPhrase= 
www.act�ngup.co.uk 
www.theb�gtree.org

person-centred planning and people with pMLD (Mencap factsheet free to 
download from ‘Resources’ sect�on of the�r webs�te) 
www.mencap.org.uk 
www.mencap.org.uk/document.asp?�d=1610

The princess Royal Trust for Carers 
www.carers.org/

safety First and Bully off, 2002 (two v�deos made by people w�th learn�ng 
d�ff�cult�es, Speakup self-advocacy �n Rotherham) 
www.speakup.org.uk/v�deos.htm

somerset Total Communication (sTC)
www.somerset.gov.uk/somerset/soc�alserv�ces/p�/stc/

Talking Mats (an establ�shed commun�cat�on tool, wh�ch uses a mat w�th p�ctures 
symbols attached as the bas�s for commun�cat�on)
www.talk�ngmats.com

Talking photograph albums (you can record a 10-second message or sound on each 
page and these can be played back at any t�me w�th just a push of a button. You can 
use photographs, book cut-outs, symbols, draw�ngs)

Lots of �nternet suppl�ers at d�fferent pr�ces – just google ‘talk�ng photo albums’
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Appendix 4: Questions to be answered by the five 
practice survey sites

 Introductory questions

Before you answer the other quest�ons �n more deta�l, could you please prov�de the 
follow�ng �nformat�on to g�ve us an �dea about the context of your work:

 • Are you an �ndependent project spec�f�cally for people w�th h�gh support needs or 
part of a larger organ�sat�on or serv�ce?

 • How are people �ntroduced or referred to you for support, and are there any 
restr�ct�ons on who you can work w�th?

 • How are you funded for work w�th people w�th h�gh support needs?
 • When d�d th�s fund�ng start?
 • How long �s th�s fund�ng for?
 • What happens next? What are your plans for when the fund�ng ends?
 • How does fund�ng �mpact on your ab�l�ty to do the work?

specific questions about people with learning disabilities and high 
support needs

 • What models of advocacy and support enable people to be �ncluded �n plann�ng 
and �n shap�ng the�r soc�al care?

 • Can you g�ve any examples where people have been supported �n person-centred 
plann�ng and has th�s shaped the�r serv�ces or support?

 • How can �nvolv�ng people change serv�ce plann�ng, development or rev�ew�ng?
 • What sk�lls are needed to support advocacy and self-advocacy and can you 

g�ve some examples of resources, tra�n�ng or mentor�ng that has empowered 
supporters?

 • How do you mon�tor, evaluate and �mprove advocacy prov�s�on for people w�th 
learn�ng d�sab�l�t�es and h�gh support needs?
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Talkback is a user led organisation for and with people with a

learning disability. Talkback and self advocacy help people to build

self confidence and self esteem, to feel good about themselves and

to have more say and control over their own lives.

With self advocacy, people can express a real ‘Yes’ and a real ‘No’

Everything we do is about helping people with a learning disability

speak up for themselves about what they do like, don’t like and

would like including the people who often get left out, the people

with the highest support needs.

This report is about the establishment of self advocacy groups for

people with a learning disability and high support needs, focusing

on our work with six individuals living in an NHS campus that was

scheduled for closure. Work was going on separately with the

parents of the individuals affected by the closure and with the staff.

Our role was to find out as much as possible about what the people

with learning disabilities might want and need in order for decisions

to be made about who would be living where and with whom.

Our previous experience of setting up and facilitating self advocacy

groups for and with people who have profound and multiple learning

disabilities made us aware of several challenges we were likely to

face.
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	 Appendix	5:	Establishing	a	self-advocacy	group	for	people	
with	high	support	needs



Supporting Self Advocacy Knowledge Review: Practice Survey 

lyn Griffiths Page 2 15/02/2008 

 

Challenge number 1 

 

Communicating with people who use a different language from us.  

 

Should we… 

 

a. try to teach them our language? 

b. learn their language? 

c. create a shared language? 

 

The obvious answer would seem to be C but then we are faced 

with… 

 

Challenge number 2  

 

Setting up a self advocacy group made up of a number of people 

who perhaps don’t use the same language as each other. 

 

The reality being that the people in the group will have highly 

complex and individualised ways of communicating, so one 

communication style may not be accessible to all of the people in 

the group. 

 

And then comes… 

 

Challenge number 3 

 

Creating a culture where people with PMLD are encouraged and 

supported to participate as fully as they choose. 
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People with profound and multiple learning disabilities rely on others 

for a high level of support, feeding, personal care, moving from one 

place to another and as such have a lot done ‘to them’ and ‘for 

them’.  

 

This can create a mindset were people involved in that direct care 

see the people with learning disabilities as being passive recipients; 

The challenge here is changing that mindset and creating an 

atmosphere where people with PMLD are involved as actively as 

possible and are seen (and see themselves) as equals. 
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So what do we actually do? 

 

Our starting point 

 

It is possible that people only communicate on the level that the 

person with whom they are trying to communicate believes they are 

capable of reaching, so most importantly:  

 

We believe that all people communicate and that people with 

profound and multiple learning disabilities can and do make 

choices when given the right support.  

 

Groundwork 

 

Because people who have profound and multiple disabilities rely on 

many other people to have good days and good lives it is important 

to actively involve carers, staff members, managers and other 

professionals, in your plans to run a group. They need to 

understand something of what is going on and support the 

individual’s regular attendance.  

 

We have found that many parents of people who have learning 

disabilities feel that they have negative experiences of advocacy 

and self advocacy and in order to break down any barriers it is 

important to build trust. To begin this process in our work, we met 

with some of the parents involved and talked about our work, our 

beliefs and our approach.  

 

At the start of any relationship there is a time when you tell and 

listen to each other’s stories and this is what we did. We shared 

stories. We talked about the relationships we were beginning to 

build and we listened.  
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It may seem obvious but this simple direct honest and open 

approach helped us to break down barriers.   

 

This approach is equally as important in our relationships with paid 

staff. Staff members don’t always join in groups but if they express 

an interest we welcome them in. We always explain what we are 

doing and why we are doing it. Whether or not staff members join 

in, at the end of each group we feedback what we have been doing 

and anything we have noticed about individuals’ responses. We talk, 

we share ideas we explain what we have been doing and we don’t 

pretend to have all the answers.  

 

While it is important to maintain the ‘safety’ of people’s trust in us, 

it is also important to share what we learn about how people 

communicate with others. If you become the ‘special’ person in 

somebody’s life, the only one with whom they can communicate, 

you make them dependent on you.  

 

Setting the scene 

 

Creating a ‘safe’ environment is critical so it is important to consider 

the following: 

Transport is an issue for many people with a learning disability. 

Experience tells us that when self advocacy groups are established 

in central meeting points, where individuals have to get themselves 

to the meeting, all but the most able are often excluded. This is 

especially true of people who have higher support needs, so when 

we set up groups we go out to where people are. As many people 

with a learning disability spend time in day centres or live in 

residential or group homes many of the self advocacy groups we 

support take place in these settings. 
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If direct support staff are unclear as to who we are and why we are 

there this can lead to, at best, confusion and at worst, suspicion 

which can make it difficult for everybody involved. 

 

Overcoming this usually involves the following process. We make 

phone contact with a senior member of the direct care staff and tell 

them a bit about ourselves and our way of working and we ask 

them to tell us about the people who use the service. When we are 

talking about a self advocacy group for people who have profound 

and multiple learning disabilities the response is often ’They can’t 

talk you know’ or ‘They don’t use words to communicate’   

 

This might be an indication of a negative experience of self 

advocacy or ignorance as to what self advocacy is and can be, or it 

may be an indication of the mindset of that particular member of 

staff.  

 

The phone contact is followed with meeting the senior member of 

staff at the service when we ask them to tell us a bit about the 

place. We would usually then ask them to show us around and 

introduce us to the people there. 

 

This enables several things to happen:  

 

! People with a learning disability get a chance to see us and 

check us out.  

 

! We are able to see how people with a learning disability use 

the space they are in. 
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! We are able to see how people with a learning disability 

interact with each other and staff members.  

 

! We are able to get a feel for the environment in which people 

spend a large part of their lives. 

 

!  We can identify a room that could be used as a meeting 

space. 

 

Time and space 

 

We have found that space and use of space is important in the 

success of a group. Before groups begin we spend time thinking 

about how the room will be set up.  

 

Ask yourself… 

 

Is there enough room for people to be able to sit where they want 

in relation to other people in the room? Is there enough space for 

people to move around? Is the room a comfortable temperature? Is 

there enough or too much light? What’s the sound quality like? 

 

Why is this important? 

 

In one resource centre the room given to us to work in was a 

large hall that doubled up as a dining room. The self 

advocacy group took place in the morning before lunch. Half 

way through the group cooking smells would begin to fill the 

room. For many people in the group the smell of food meant 

‘dinner now’ and individuals in the group would begin to put 

any object they came into contact with into their mouths 
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understandably becoming irritated when the object turned 

out not to be food.  

 

It is helpful if the same room is used every week. People in the 

group can then use the room as an object of reference, ‘When I go 

in here at this time, this happens.’ If people understand what is 

happening they are then more likely to be able to take control. For 

example, if when a person is taken into a particular environment 

they show displeasure you can then begin the process of finding out 

what it is about the environment they dislike.  

 

Why is this important? 

 

In a new self advocacy group one woman would cry when 

brought to the room where the group happened. This was a 

very clear indication that she was not happy with something 

and so the group facilitator tried to find out what it was. Was 

it too hot, too cold, too noisy, too quiet? Was it the group 

itself? Was it the facilitator? 

 

This went on for several weeks and was upsetting for 

everybody. It was getting to the point where the facilitator 

was thinking that the woman just didn’t want to be part of 

the group. Then, one week the group had to use a different 

room and this week the woman didn’t cry. In fact she joined 

in and laughed and seemed not to want the group to end. 

After the group the facilitator asked why they had not been 

able to use ‘their’ room and was told that their usual room 

was also used as a quiet space if anybody became upset or 

angry and needed to be away from other users of the centre 

and this had happened that week. 
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The facilitator suggested that it was possible that the room 

we were working in was associated with unhappy feelings 

and that was why the woman cried. A different room was 

found and the woman continued to take part in the group 

happily. 

 

Routines 

 

It is also important to check out any existing routines and patterns 

For example 9.30 is usually a busy time because all of the buses 

arrive or everyone spends the first hour at the centre having a drink 

or being supported with personal care.  

 

A willingness to fit in with other people’s routines can be key to 

getting a group off to a good start. Once the group is established 

and relationships have been built you can then begin to question 

the routines and ask ‘why is this done at this time?’ or ask why a 

task is performed in a certain way. 

 

Forming the group 

 

When we are establishing a new group, in the early stages we often 

leave it to the staff team to identify individuals who they think 

would like to take part. Ideally members of a self advocacy group 

will self select but in reality it is very difficult for people with PMLD 

to do this, though not impossible. 

 

A Talkback facilitator spent weeks in a day centre just 

‘being’- spending time with people wandering about the 

corridors or sitting in the communal spaces, when people 

instigated interactions she responded, always letting them 

lead. Over time people began to seek her out and sit where 
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she was sitting sometimes for minutes and then for longer 

and longer periods.  

 

A routine was established where the Talkback facilitator 

would go to the centre at the same time every week and sit 

in the room identified for the self advocacy group and 

gradually people joined her there. In this way a self 

advocacy group was formed.  

 

The staff who support people on a day to day basis have usually 

built up their relationships over time and they usually know a lot 

about the individuals they support. Again it may seem obvious but it 

is important to acknowledge these relationships and to use the 

staff’s knowledge to find out as much as possible about the 

individuals concerned. We ask staff to use their judgement on how 

big the group should be, we ask about relationships between 

individuals who may form the group and we ask about support 

needs we should be aware of. (When people have very high support 

needs we have found that groups work better when there are no 

more than seven people in them.) 

 

When support staff join in groups the rule is: if you join the 

group, you are part of the group and you join in completely. 

 

Being part of the group provides a unique development opportunity 

for supporters. As group members they are able to: 

! Support people with a learning disability to fully take part in 

groups and use what they have learned in between groups. 

 

! Act as role models. 
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! Deepen their understanding of how the people with learning 

disabilities in the group like to communicate their ‘do likes 

don’t likes and would likes’ and then share this understanding 

with colleagues.  

 

! Develop their own group work, facilitation and interpersonal 

skills and use this as a basis for good practice in all of their 

work. 

 

The role of the facilitator 

 

The facilitator is the primary role model for all group members. In 

order to facilitate this kind of group work successfully, the 

motivation, experience and interpersonal skills of the facilitator are 

hugely important and will have a direct bearing on the outcomes for 

participants. 

 

Always remember that, in many ways people with profound and 

multiple learning disabilities are reliant on the ability of supporters 

to interpret their communication. In order to do this, supporters 

need to be observant. In group work the facilitator can and does 

take on the role of expert observer, maintaining a fresh perspective, 

constantly challenging assumptions and asking ‘why?’  

 

Adopting this approach means that you are more likely to notice 

that an individual is perhaps moving her head in a particular way 

and therefore more likely to ask yourself the questions 'Why does 

she do that? When does she do that? What does it mean?  

 

The facilitator also has a role in ‘keeping the conversation going’  
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In conversation, you don’t have a fixed idea of where the 

conversation is going to go. You don’t decide what you are going to 

hear or learn in advance. Understanding is something that happens 

as a result of the conversation.  

 

The facilitator supports interaction between each member of the 

group, acknowledging and respecting each individual’s contribution 

and valuing the unique qualities that individuals bring. 

In any conversation there is more going on than simply talking. 

Conversation is a social activity. There is a bond between the people 

involved. You show interest in each other and you are committed to 

hearing what the other has to say: 

You speak, I listen, I respond, you listen etc.  

This is true no matter how an individual communicates. It is part of 

the facilitator’s role to foster this sense of commitment between 

members of the group. There may be large differences in how 

individuals communicate but this process can still go on if every 

member of the group is valued and values each other. This involves 

the idea that everyone is equal in some basic way. It also involves 

the belief that communicating with somebody who has PMLD holds 

possibility. Often it is not clear what we will gain or learn, but faith 

in the inherent value of communication carries us forward. 
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Elements  

Experiential group work 

Experiential learning includes visual, auditory and kinaesthetic 

experience. In other words it will involve doing, seeing, hearing, 

touching and feeling things. It is a process in which skills may be 

used unconsciously and then reflected upon, or made conscious for 

development. 

 

Circle work 

We always sit in a circle. It enables everyone to both see and hear 

everyone else. It signifies equality - everybody is included and what 

each person does, or has to say, is of equal importance. 

 

Use of objects 

 

People's turns are decided by the passing of an object around the 

circle. This enables people to practice turn taking; one of the 

fundamentals of communication.  

 

Different objects can be introduced to the group allowing group 

members to practice choosing and giving supporters the chance to 

learn how people indicate preference. These ‘special objects’, can 

then also symbolise the unique value of each person’s contribution 

to the group.  

 

Rounds 

Opening and closing rounds give participants many opportunities to 

hear themselves speak out in a group (or identify themselves in 

some way to others) and to listen carefully to other people. Rounds 

provide structure to the groups, marking beginnings and endings.  
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Games 

We play a lot of games, for example throwing games and singing 

games. If given plenty of space, initial shyness quickly gives way to 

the desire to join in and share the fun.  Often in our desire to relate 

to people with learning disabilities in an ‘adult’ way, we can be in 

danger of neglecting the part of us that is creative, fun loving and 

has the ability to generate the lively energy of this process within a 

group.  

 

Some activities used regularly, can be a good barometer for 

identifying individual progress. Enabling individuals to initiate and 

develop the games for themselves also has a very positive effect on 

levels of confidence and self-esteem.   

 

Auditory Approaches 

Voice tone is one of the ways in which we might determine how 

another person is feeling. Be it a word, a scream or a grunt. It is 

important not to neglect this element of “non-verbal” 

communication – not what is said, but how it is said. 

We use music in a variety of ways: to generate different moods, to 

signify beginnings and endings, to help people relax, or simply 

because music is a form of emotional communication that bypasses 

our cognitive brains, reaching parts of us that words alone cannot 

touch.  
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Key Messages 

 

Leave yourself open to learn 

 

Leave your own ‘system’ of communication outside the door. That 

way you will leave yourself open to learning the other persons’. 

 

If you start by learning the other person’s way of communicating 

then over time they might learn some of yours. 

 

Continuity and consistency 

 

For people with high support needs, groups are held weekly with 

the same members of the Talkback team facilitating each week. 

This is very important as relationships have to be built over time. 

When the same people work together over a period of time a 

deeper understanding of communication preferences can be 

developed. 

 

Give time 

 

The longer a group works together, the greater the benefits to 

individual group members.  

 

And… 

 

Go at the person’s own pace.  
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Create a safe space 

 

Feeling ‘safe’ in your environment is vital if you are going to learn, 

share and grow. 

 

Involve Everyone 

 

Don’t be seduced into being the ‘special’ person in someone’s life. 

The only one with whom they can communicate. Share what you 

find with other people involved in their life. Equally, learn from the 

other people in someone’s life. 

 

 

"If, deep inside ourselves, and in our approach to 

others, we replace knowing with finding out, answers 

with questions, winning or losing with sharing, 

inequality with equality, power with respect and 

reverence, and proving points with exploring 

possibilities and listening, then I think we really could 

change ourselves and our world." 

Danah Zohar 
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Name………………………..                Date………….. 

How did the person respond to the 

sensory item?

Anything else: ©People First Lambeth Emily Ward

Appendix 4 – Sensory Monitoring sheet

Appendix 6: Sensory Monitoring Sheet
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Appendix 7: Course Guide

A Speak Up and Keep Safe Group for Young People with High Support Needs

A practical guide

The course was broken down into 3 phases, which are as follows: 

1. Self Image and Self Esteem:

We used Michael Rosen's poem (see appendix 1), This is the Hand to get people to think

about what they are good at. This is a good confidence building exercise getting people to

appreciate what they can do. We also drew round peoples hands and did hand massage.

This is the groups' version of This is the Hand,

'This the hand for signing and finger spelling 

And pressing the button on Play Station 

This is the hand of a friend with pretty nails 

This is the hand that cares for babies

This is the hand that wears the rings 

These hands can draw and paint

These hands can throw and catch 

This is the hand that writes and colours 

And can help you to say STOP!' 

Students made books about themselves and used writing; drawing; stickers and

magazine collage.

Each student was given a hand mirror and helped to do a self-portrait.

2. Assertiveness Skills

Students practiced saying 'No' using speech, signs and gestures.  We also recorded 

people's voices on Big Mac communication aids, which are very popular with the group.

A Big Mac is a single button communication device with 20 seconds of memory. The 

button has a large, brightly coloured, 5-inch surface making it easy for people to press.

People practiced saying or signing 'Stop' and 'Help' and did role-plays e.g. about being

pushed in the canteen queue.

3. Personal Safety

We wanted the group to feel comfortable and safe before we began to explore personal 

safety.  Therefore, we introduced this section after we had done self-esteem and 

assertiveness skills with them for eight weeks. We used two videos, Safety First and

Bully Off, by Speak Up Self Advocacy in Rotherham as the basis for this part of the

course. We also used Keep Safe a guide to Personal Safety, by the Home Office. The

group continued role-play work and everyone took part in a role-play about being

harassed on the bus and going to the driver for help.  We looked at pictures of different 

scenes and invited people to indicate whether or not the picture is 'safe' or 'unsafe'.  We

practiced dialing 999. Each person chose someone to help him or her if they were 

unhappy or hurt. Finally, we asked people to shout 'Help' and 'Fire' or just scream, yell

and make noise as loudly as they could.

©People First Lambeth Donna Pearson

Appendix 5 – Course Guide
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