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Summary

Th�s pos�t�on paper prov�des a pract�ce framework to help pract�t�oners and managers 
of soc�al care serv�ces enable the �nclus�ve, everyday part�c�pat�on of people from 
‘seldom-heard’ groups. 

The study focuses on four groups: homeless people w�th add�ct�on problems, 
people from black and m�nor�ty ethn�c commun�t�es, people w�th commun�cat�on 
�mpa�rments and people w�th dement�a. SCIE has �dent�f�ed these people as less l�kely 
to be heard by pract�t�oners, managers and dec�s�on makers because of the way that 
serv�ces and �nst�tut�ons operate.

Debates about part�c�pat�on have tended to talk about ‘hard to reach’ people, 
suggest�ng that there �s someth�ng about these �nd�v�duals that prevents the�r 
engagement w�th serv�ces. ‘Seldom heard’ �s a relat�vely new term, wh�ch stresses the 
respons�b�l�ty of agenc�es to reach out to excluded people, ensur�ng that they have 
access to soc�al care serv�ces and that the�r vo�ces can be heard. 

The proposed framework �s based on f�nd�ngs from prev�ous research, a br�ef 
l�terature search and pr�mary case study research. The v�sual model (see F�gure 
1) was developed to show how, through conf�dence bu�ld�ng and organ�sat�onal 
support, pract�t�oners and people who use serv�ces can work together to move 
from part�c�pat�on as an add-on to part�c�pat�on as an �ntegrated, everyday way of 
work�ng. The pract�ce framework and the model are offered as a start�ng po�nt for 
others to test and develop.

 Participation

The serv�ces and projects tak�ng part �n th�s study operated w�th�n d�fferent pol�cy 
and fund�ng env�ronments, and approached part�c�pat�on �n d�fferent ways. Research 
�dent�f�ed two polar�sed approaches to part�c�pat�on. The f�rst approach v�ewed 
part�c�pat�on as a d�screte act�v�ty wh�ch organ�sat�ons and staff attempted to plan 
and carry out �n add�t�on to del�ver�ng serv�ces. The second approach made no 
d�st�nct�on between serv�ce del�very and part�c�pat�on: part�c�pat�on was part of 
everyday act�v�t�es and relat�onsh�ps. 

 Values 

Efforts of staff to bu�ld strong relat�onsh�ps w�th people who use serv�ces, develop�ng 
trust, mutual understand�ng and respect, prov�ded a value base for an �ntegrated 
approach to part�c�pat�on. Staff d�d not make assumpt�ons about why or how an 
�nd�v�dual could be �nvolved. People who use serv�ces were at the centre of the 
process. Interv�ews w�th people who use serv�ces h�ghl�ghted the �mportance they 
placed on staff who acted �n ways that were �nclus�ve and non-judgemental, and who 
were pos�t�ve about the potent�al of people who use serv�ces. 
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 Practicalities 

People who use serv�ces and staff recogn�sed the need for effect�ve pract�cal 
arrangements, ensur�ng access to �nformat�on, serv�ces and debates. Serv�ce 
users wanted to know what was expected of them, what they could expect from 
part�c�pat�on �n a serv�ce or event, and what feedback they would rece�ve about the 
outcomes. Th�s way of work�ng became second nature for staff comm�tted to an 
everyday approach to part�c�pat�on.

 Tensions

The exper�ences of staff and serv�ce users �n the case stud�es revealed a number of 
tens�ons wh�ch h�ndered an everyday approach to part�c�pat�on. For example, people 
us�ng serv�ces apprec�ated flex�ble arrangements but also wanted clear messages 
about why they were be�ng asked to take part. Resolv�ng such tens�ons requ�red staff 
and people us�ng serv�ces to negot�ate how they work together. For staff th�s meant a 
sh�ft �n profess�onal roles from be�ng seen as the expert to recogn�s�ng the expert�se 
of people us�ng serv�ces and shar�ng dec�s�on mak�ng. A table show�ng a range of 
tens�ons �n �ncluded �n the report.

 Barriers

The research revealed a number of barr�ers – att�tud�nal, organ�sat�onal, cultural and 
pract�cal – to ach�ev�ng everyday �nvolvement of people from seldom-heard groups. 
A t�ck-box approach to user �nvolvement, the demands of programme mon�tor�ng 
or fund�ng cond�t�ons and unsupport�ve organ�sat�onal env�ronments were c�ted as 
barr�ers. Key enabl�ng factors �dent�f�ed by many staff and people who use serv�ces 
�ncluded t�me and money, suggest�ng that t�me-l�m�ted act�v�t�es w�ll always have 
l�m�ted scope for engag�ng seldom-heard groups. The report offers some good 
pract�ce �deas for overcom�ng barr�ers.

 The practice framework

Based on the case study research, espec�ally the exper�ences of people who use 
serv�ces, a pract�ce framework for everyday part�c�pat�on was developed. The v�sual 
model presented �n the report shows how the pract�ce framework can become a 
pract�cal real�ty. It summar�ses essent�al elements that w�ll enable pract�t�oners 
to help people us�ng serv�ces from seldom-heard groups engage w�th serv�ces and 
projects �n ways that are su�ted to them and lead to pos�t�ve outcomes. 

 Moving on

Everyone has the r�ght to be �nvolved �n plann�ng and mak�ng dec�s�ons about the�r 
everyday l�ves and the serv�ces they rece�ve. The vo�ces of some people, however, 
are less l�kely to be heard. Th�s report suggests that seldom-heard users of soc�al 
care serv�ces can become engaged �f pract�t�oners and managers adopt an �nclus�ve 
approach to part�c�pat�on.
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The report descr�bes the value base and character�st�cs of everyday part�c�pat�on, the 
organ�sat�onal tens�ons and barr�ers that h�nder best pract�ce and pract�cal act�on 
to overcome barr�ers. The proposed pract�ce framework, summar�sed �n the pract�ce 
model, can help pract�t�oners and managers move from part�c�pat�on as an add-on to 
an �ntegrated, everyday way of work�ng. 
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Introduction

Ensur�ng that the vo�ces of seldom-heard serv�ce users are not marg�nal�sed �s a 
key challenge for pract�t�oners and managers. It �s cruc�al that people from seldom-
heard groups are able to take up the opportun�t�es presented by the personal�sat�on 
of soc�al care serv�ces. Th�s pos�t�on paper offers a pract�ce framework to help 
pract�t�oners and managers of soc�al care serv�ces whose role �ncludes enabl�ng the 
part�c�pat�on of people from seldom-heard groups. The framework �s der�ved from 
key f�nd�ngs �dent�f�ed �n prev�ous research, and from pr�mary case study research 
exam�n�ng the processes of part�c�pat�on for four groups of people who use serv�ces 
�dent�f�ed by SCIE as ‘seldom heard’: homeless people w�th add�ct�on problems, 
people from black and m�nor�ty ethn�c commun�t�es, people w�th commun�cat�on 
�mpa�rments and people w�th dement�a.

 Scope of the report

The report focuses on people who were engaged w�th serv�ces and had exper�ence 
of part�c�pat�on to draw on, so we could bu�ld a model. The pract�ce framework w�ll 
be most relevant to pract�t�oners and managers who work w�th�n serv�ce prov�der 
organ�sat�ons. It a�ms to support the pos�t�ve engagement and part�c�pat�on of 
seldom-heard serv�ce users from the po�nt at wh�ch they f�rst made contact w�th a 
serv�ce. 

The research and pract�ce framework do not cover the �ssues of f�nd�ng or access�ng 
members of seldom-heard groups. Th�s �s an �mportant separate �ssue wh�ch was 
beyond the scope of th�s project. In our l�terature search we d�d f�nd some useful 
�deas about access to serv�ces and consultat�ons, for example by pos�t�ve target�ng 
of seldom-heard groups (Ahmed et al, undated; CCNAP, 2001; Warburton, 2006). We 
have also used �nformat�on from th�s l�terature search to �nform how we developed 
the pract�ce model. 

We offer a pract�ce model wh�ch summar�ses our research f�nd�ngs as a start�ng po�nt 
for others to test and develop the �deas. The model �s der�ved from a small number of 
cases and therefore the extent to wh�ch �t appl�es to other sett�ngs and serv�ce user 
groups needs to be tested. 

 Research method 

The a�m of the research was to �dent�fy the models used by people who use serv�ces 
and pract�t�oners by ask�ng them about how the processes of engagement and 
part�c�pat�on operate, how they would l�ke them to operate and the�r dec�s�on mak�ng 
about part�c�pat�on. We a�med to f�nd out about barr�ers and factors that fac�l�tated 
part�c�pat�on such as �ncent�ves, env�ronment, commun�cat�on and expectat�ons. 

We undertook a br�ef narrat�ve rev�ew of relevant l�terature to help �dent�fy the key 
�ssues faced by each group, and �ncorporated the key f�nd�ngs �nto our �nterv�ew 
schedules, and �nto our th�nk�ng about develop�ng a pract�ce model. 

We selected two s�tes for each of the four user groups – homeless people w�th 
add�ct�on problems, people from black and m�nor�ty ethn�c commun�t�es, people 
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w�th commun�cat�on �mpa�rments, people w�th dement�a. The pr�mary cr�ter�a for 
select�on was that each s�te should have some exper�ence of �nvolvement of people 
who use serv�ces so that most respondents would be able to draw on personal 
exper�ence, rather than attempt to talk about abstract or hypothet�cal s�tuat�ons. The 
organ�sat�ons were geograph�cally spread throughout England.

We gathered background �nformat�on on pol�c�es and serv�ces before �nterv�ew�ng 
managers, staff and people who use serv�ces at each s�te. A total of 41 people who 
use serv�ces, 20 frontl�ne staff and 12 managers were �nterv�ewed. The transcr�pts 
of the �nterv�ews (some from aud�o record�ng, some from notes) were analysed to 
test our hypotheses about the mechan�sms of �nvolvement. We also �dent�f�ed what 
people understood by part�c�pat�on and the barr�ers to �t and the factors enabl�ng �t 
to happen. 

The research plans and f�nd�ngs were d�scussed by a reference group of people us�ng 
serv�ces who are act�vely �nvolved �n develop�ng part�c�pat�on for the target groups of 
th�s study. The model of �ntegrated part�c�pat�on wh�ch arose from the f�nd�ngs (see 
F�gure 1, below) was d�scussed w�th a sample of organ�sat�ons part�c�pat�ng �n the 
research, and further ref�ned. The model was also presented at two sem�nars at the 
SCIE Conference 2007 and the feedback from these sess�ons was taken �nto account. 

 Background issues

There �s a gap �n knowledge about how some groups of people who use serv�ces 
part�c�pate �n soc�al care serv�ces. Prev�ous work has �dent�f�ed that wh�le 
part�c�pat�on �n serv�ces, �nclud�ng dec�s�on mak�ng at d�fferent levels, has developed 
for some groups, others rema�n excluded (Carr, 2004; Begum, 2005).

The ex�st�ng research falls �nto two broad categor�es. F�rst, there are accounts of the 
exclus�on of certa�n groups from soc�al care serv�ces �nclud�ng �dent�f�cat�on of the 
many barr�ers that prevent access (for example, Yu, 2000; Evans and Banton, 2001; 
Founta�n and Howes, 2002; Parr et al, 2004; ). Second, a number of stud�es report 
on �n�t�at�ves wh�ch a�med to engage seldom-heard groups. Typ�cally, these �dent�fy 
pract�ces and contextual factors that have enabled part�c�pat�on (for example, Cook, 
2003; Chahal, 2004; Cantley et al, 2005).

 Policy context

The personal�sat�on agenda represents a huge change �n the way soc�al care 
serv�ces are prov�ded and funded. Th�s new agenda presents both opportun�t�es and 
challenges to people from seldom-heard groups. 

The government has outl�ned what personal�sat�on means for publ�c serv�ces:

Personal�sat�on �s the process by wh�ch serv�ces are ta�lored to the needs and 
preferences of c�t�zens. The overall v�s�on �s that the state should empower c�t�zens 
to shape the�r own l�ves and the serv�ces they rece�ve. (Pr�me M�n�ster’s Strategy Un�t 
[2007] HM Government pol�cy rev�ew – Bu�ld�ng on progress: Publ�c serv�ces, London: 
Pr�me M�n�ster’s Strategy Un�t, p 33)
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There �s a range of government papers and pol�c�es that have establ�shed a pol�cy 
d�rect�on �n wh�ch personal�sat�on and self-d�rected support are key factors. These 
�nclude:

 • Independence, well-be�ng and cho�ce (2005).
 • Our health, our care, our say: A new d�rect�on for commun�ty serv�ces (2006) 

re�nforced the messages �n the Green Paper for a stronger vo�ce, more cho�ce and 
control.

 •  Strong and prosperous commun�t�es: The local government Wh�te Paper (2006) 
set out cross-government amb�t�on to transfer more �nfluence and power to local 
people and local commun�t�es.

 • Putt�ng people f�rst: A shared v�s�on and comm�tment to the transformat�on of 
adult soc�al care (2007) prov�ded cross-sector conf�rmat�on of the d�rect�on and 
respons�b�l�ty to del�ver.

Putt�ng people f�rst sets out how central and local government, publ�c sector 
profess�onal leaders, prov�ders and regulators w�ll work together to transform adult 
soc�al care. The v�s�on for soc�al care �s that everyone who rece�ves soc�al care 
support w�ll have cho�ce and control over how that support �s del�vered. The ma�n 
veh�cle for del�ver�ng th�s v�s�on �s mak�ng personal budgets ava�lable to people who 
use serv�ces.

 Who are ‘seldom-heard’ service users?

‘Seldom heard’ �s a relat�vely new term wh�ch needs some clar�f�cat�on. For some 
t�me debates about user and publ�c part�c�pat�on have referred to ‘hard-to-reach 
groups’ (for example, Cook, 2002). However, th�s label can be �nterpreted as 
suggest�ng that there �s someth�ng about the �nd�v�duals �n these groups that results 
�n them not engag�ng w�th soc�al care serv�ces. An alternat�ve approach �s to focus  
on the respons�b�l�ty of serv�ces and organ�sat�ons to ensure that all people 
potent�ally us�ng serv�ces have access to those serv�ces and can have the�r vo�ces 
heard (Begum, 2005).

It �s �mportant for soc�al care prov�ders to cons�der wh�ch groups of people us�ng 
serv�ces currently and potent�ally �n the�r commun�t�es are seldom heard, mak�ng 
�t necessary for prov�ders to have local demograph�c knowledge. Ident�f�cat�on 
and analys�s of subgroups �s a prerequ�s�te for engag�ng w�th these groups. Serv�ce 
prov�ders have a duty to ensure that all members of the�r commun�t�es have the�r 
r�ght to serv�ces made a real�ty �n pract�ce.

Plenty to say but seldom heard

‘Hello, my name �s [removed for conf�dent�al�ty]. I am a laryngectomee. My vocal 
chords were removed due to cancer over 12 years ago. For the past 7/8 years I have 
tr�ed to be �nvolved as a serv�ce user �n var�ous cancer, health and d�sab�l�ty groups. 

Sadly I f�nd I am always the only person w�thout “normal” commun�cat�on. I am 
very aware of how the many people w�thout – or [w�th] severely �mpa�red – speech 
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are thoughtlessly lack�ng the support g�ven to other v�s�ble �mpa�rments. We are 
not represented on dec�s�on-mak�ng bod�es, no PAs [personal ass�stants] suppl�ed 
to ass�st us, and commun�cat�on a�d supply l�m�ted. 

Publ�c serv�ces only contactable by telephone on the m�staken assumpt�on that we 
can all use one. Vulnerab�l�ty not recogn�sed. It �s so very easy for anyone to talk 
down or �gnore a person who cannot TALK back loudly. The �solat�on of our da�ly 
l�ves �s not understood. 

Consultat�on meet�ngs tend to be dom�nated by a m�nor�ty of over-verbose 
speakers.’  (from a request for help rece�ved by SCIE)

 What is meant by ‘participation’? 

There �s no s�ngle agreed def�n�t�on of part�c�pat�on. A mult�tude of related terms 
further confuse the debate: engagement, consultat�on, �nvolvement, �nclus�on, 
access, representat�on, etc. A lack of common understand�ng of what �s meant by 
part�c�pat�on makes �t d�ff�cult to p�n down the problem and des�gn solut�ons. Some 
work focuses on access to serv�ces and some on access to dec�s�on mak�ng about 
serv�ce and pol�cy development �nclud�ng research. 

There have been d�fferent approaches to conceptual�s�ng part�c�pat�on and attempts 
to make sense of �ts mult�-d�mens�onal nature. Some user-led organ�sat�ons have 
focused on the d�str�but�on of power as a fundamental, def�n�ng character�st�c 
of relat�onsh�ps between serv�ce prov�ders and users. The des�red outcome of 
part�c�pat�on then becomes a transfer of power from prov�ders to people who use 
serv�ces or a greater shar�ng of power – a democrat�sat�on of serv�ces. 

One pract�cal �mpl�cat�on of th�s model �s that people who use serv�ces need to be 
�nfluent�al, usually through d�rect �nvolvement, at every level of dec�s�on mak�ng. 
As a result, cons�derable numbers of serv�ces users w�th suff�c�ent capac�ty, t�me, 
sk�lls and �nterest are needed �n order to populate all the dec�s�on-mak�ng processes. 
Th�s model �mpl�c�tly �ncludes an assumpt�on that d�fferent types of part�c�pat�on 
can be arranged w�th�n a h�erarch�cal structure, g�v�ng us the now-fam�l�ar ‘ladders’ 
metaphor (for example, Arnste�n, 1969; W�lcox, 1995; Hart, 1997).

Recent work has attempted to move away from th�s h�erarchy, w�th �ts �mpl�cat�on 
that �nvolvement �n, or control of, top-level dec�s�ons should be the goal, to a ‘whole-
systems’ approach (Wr�ght et al, 2006; Mor�arty et al, 2007). The ‘whole system’ 
cons�sts of four d�fferent aspects of organ�sat�ons and serv�ces wh�ch all need to 
be addressed s�multaneously and welded together: culture, structure, pract�ce and 
rev�ew. These four aspects are represented as �nterlock�ng j�gsaw p�eces. In terms 
of the whole-systems model, our research w�th seldom-heard groups can be placed 
where organ�sat�onal culture and pract�ce �nterlock.
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Case study research findings

 Getting involved 

Some of the seldom-heard serv�ce users �n th�s research were �nvolved �n serv�ce 
development and strategy v�a the processes of management and governance of 
serv�ces. Most, however, were not �nvolved at th�s level, but st�ll perce�ved themselves 
as be�ng �nvolved. Cruc�ally for them the�r �nvolvement �n a serv�ce centred on the�r 
needs and pr�or�t�es at that t�me. But as the case examples show, part�c�patory 
pract�ce at the everyday level prov�ded an �mportant foundat�on for �nvolvement �n 
serv�ce development and governance.

People who use serv�ces and staff, but espec�ally the people us�ng serv�ces, d�d not 
talk about part�c�pat�on or engagement. They talked more about ‘gett�ng �nvolved’ or 
s�mply what they were do�ng, wh�ch was mostly everyday act�v�t�es such as meet�ng 
fr�ends, go�ng to a group, or learn�ng new sk�lls. In response to th�s we dec�ded 
early �n the project to ask people about how they got �nvolved rather than about 
engagement or part�c�pat�on expl�c�tly.

The concept of part�c�pat�on as an �ntegral part of how an organ�sat�on works was 
�dent�f�ed �n an evaluat�on of user �nvolvement �n the Leonard Chesh�re Foundat�on. 
The report concludes that ‘There �s no body of concern that can be seen as “serv�ce 
user �nvolvement” that �s separate or �solated from all dec�s�on-mak�ng structures 
and processes’ (Leonard Chesh�re, 2005, p15). 

‘Getting involved’ includes:

 • gett�ng support, �nformat�on and adv�ce from profess�onal staff
 • gett�ng support, �nformat�on and adv�ce through shar�ng exper�ences w�th other 

people �n the same s�tuat�on
 • help�ng others through mutual support, one-to-one or �n groups 
 • help�ng others through volunteer�ng
 • mak�ng fr�ends through jo�n�ng groups and do�ng tra�n�ng courses
 • enjoy�ng themselves and hav�ng fun through shared exper�ences and act�v�t�es such 

as games, danc�ng and out�ngs
 • learn�ng sk�lls such as cook�ng, typ�ng, us�ng ema�l
 • help�ng to �mprove serv�ces by g�v�ng feedback and complet�ng quest�onna�res
 • tra�n�ng profess�onals �n commun�cat�on methods
 • f�nd�ng out about and us�ng compla�nts procedures �n d�fferent serv�ces
 • protest�ng about nat�onal pol�c�es 
 • tak�ng part �n forums of people who use serv�ces
 • be�ng a member of a staff select�on �nterv�ew panel
 • g�v�ng v�ews about pol�cy and pract�ce �n an agency so that �t can update and 

rev�se documents.
 (Examples from case stud�es)
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 Models of participation 

The serv�ces and projects wh�ch took part �n th�s study operated w�th�n d�fferent 
pol�cy and fund�ng env�ronments. Wh�le managers and staff felt some pressures 
wh�ch jeopard�sed the�r efforts to promote �nvolvement, they often managed to 
create support�ve env�ronments. The managers and staff �n all the sett�ngs were 
broadly support�ve of develop�ng the part�c�pat�on of seldom-heard groups. However, 
serv�ces and staff adopted d�fferent approaches to part�c�pat�on. 

People who use serv�ces told the researchers many pos�t�ve stor�es about how 
they were �nvolved w�th these serv�ces �n a w�de var�ety of ways. They had 
bu�lt relat�onsh�ps w�th the staff and other people us�ng serv�ces over t�me and 
apprec�ated be�ng valued and treated w�th respect. Many reported that they enjoyed 
the sense of purpose they had �n ach�ev�ng th�ngs for themselves and through help�ng 
others. They also pra�sed the balance between encouragement to get �nvolved and to 
try new th�ngs, and the opt�on to slow down or w�thdraw. 

S�gn�f�cantly, the process of �nvolvement was fac�l�tated by sk�lled and comm�tted 
staff. These staff recogn�sed �nd�v�dual needs and respected people’s need to 
address the�r �mmed�ate pr�or�t�es. The key role of profess�onal staff �n enabl�ng 
the part�c�pat�on of seldom-heard groups �s reflected �n the l�terature (see, for 
example, Beresford et al, 2006). Allan (2001) found that staff needed support and 
encouragement to ut�l�se the�r ex�st�ng sk�lls and knowledge to develop better 
commun�cat�on w�th people w�th dement�a. In turn, effect�ve commun�cat�on led to 
�nvolvement �n d�fferent act�v�t�es �nclud�ng consultat�on about serv�ces. 

 ‘Everyday’ participation

The p�cture that emerged �n all the serv�ces, except one wh�ch was spec�f�cally 
des�gned to �nvolve people who use serv�ces �n tra�n�ng profess�onals, h�ghl�ghted 
two approaches to part�c�pat�on. The f�rst approach v�ewed part�c�pat�on as a spec�f�c 
act�v�ty wh�ch organ�sat�ons and staff attempted to plan and carry out �n add�t�on 
to del�ver�ng serv�ces. The second approach made no d�st�nct�on between serv�ce 
del�very and part�c�pat�on: part�c�pat�on was part and parcel of everyday work, 
serv�ces, act�v�t�es, relat�onsh�ps and events. Because of the way that part�c�pat�on 
was �ntegrated, �t was d�ff�cult for some staff and people us�ng serv�ces to art�culate 
�t as a separate th�ng that we, the researchers, wanted to talk about.

One feature of the f�rst perspect�ve was that, as a separate act�v�ty, part�c�pat�on 
often focused on �nvolvement �n a dec�s�on-mak�ng process about current or future 
serv�ces, for example, feedback from people us�ng serv�ces, or express�ng preferences 
about plans. The need for th�s k�nd of consultat�on or part�c�pat�on was often �n 
response to management, pol�cy or funder agendas. It was a requ�rement �n fund�ng 
appl�cat�ons, and perce�ved to be a ‘good th�ng’, yet kept as a d�screte act�v�ty. In 
contrast, the second perspect�ve placed people who use serv�ces at the centre of the 
process. In th�s case the relat�onsh�p between people who use serv�ces, �nd�v�dually 
and collect�vely, and the serv�ce, and �n part�cular the staff, encompassed a w�de 
var�ety of elements. One of these elements was about meet�ng �mmed�ate needs. 
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Other research w�th black d�sabled people has �dent�f�ed the �mportance of meet�ng 
people’s bas�c needs as a pr�or�ty before attempt�ng to engage �n research and 
development projects (S�ngh, 2005). S�m�larly, research on ways of consult�ng 
w�th people w�th dement�a found that ‘Whatever was done, �t was cruc�al that the 
emphas�s was on prov�d�ng opportun�t�es for the person to express themselves, rather 
than adher�ng to a spec�f�c procedure or techn�que’ (Allan, 2001, p 2).

For some people who use serv�ces on some occas�ons an element of the�r relat�onsh�p 
w�th the staff and the serv�ce focused on serv�ce or pol�cy development, but only 
when �t was an �ssue for them. Two examples �llustrate th�s po�nt:

 • A small group of people w�th dement�a had been meet�ng once a week as part of 
a computer project. The�r group had soc�al and mutual support benef�ts for the 
members �n add�t�on to creat�ng a webs�te des�gned for people w�th dement�a. One 
�ssue the group d�scussed concerned a Nat�onal Inst�tute for Cl�n�cal Excellence 
dec�s�on about dement�a treatment. As a result the group, some of whom had h�gh 
levels of �mpa�rment, dec�ded to take part �n a demonstrat�on �n central London. 

 • Older people from Greek, Afro-Car�bbean and As�an commun�t�es met �n groups 
at a day centre. They attended the�r groups to get out of the house, meet fr�ends, 
have lunch or a massage, do act�v�t�es and get adv�ce. Group members ra�sed 
�ssues about standards of home care w�th staff who supported them to compla�n 
to soc�al serv�ces. S�m�larly, problems w�th the counc�l’s transport serv�ce were 
resolved by group members wr�t�ng letters ask�ng for changes to the serv�ce. The 
problems were resolved w�th�n three days of the compla�nts be�ng made. 

We suggest that these people’s ‘part�c�pat�on’ �n c�v�c l�fe through demonstrat�ng, and 
�n serv�ce development through compla�n�ng, would have been unl�kely to happen �f 
they had not been part of a group already.

Our central argument so far �s that everyday part�c�pat�on �s the bedrock of 
�nvolvement �n other aspects of serv�ces, for example �n the�r development, 
management and governance. However, �t �s not suff�c�ent for people who use 
serv�ces to feel valued and develop the conf�dence to take part �n dec�s�on mak�ng 
about serv�ces. It �s also necessary for organ�sat�ons to enable access to dec�s�on-
mak�ng structures and processes. 

Some �nterv�ewees �n our study clearly had the sk�lls, knowledge and conf�dence 
to take part �n management and development of serv�ces. One case study focused 
on the �nvolvement of people w�th commun�cat�on �mpa�rments due to aphas�a1 as 
tra�ners for other profess�onals. What was str�k�ng about th�s case was that the�r 
exper�ences of gett�ng �nvolved �n the group of people who use serv�ces – people who 
eventually tra�ned as tra�ners themselves and del�vered courses to commun�cat�ons 
profess�onals were very s�m�lar to those of people who were gett�ng �nvolved �n 
serv�ces and groups pr�mar�ly a�med at del�ver�ng support and adv�ce.  For example, 
they were uncerta�n at f�rst about the�r �nvolvement and ab�l�t�es, needed support to 
ga�n conf�dence and found be�ng part of a group of people us�ng serv�ces helpful, and 

 1  Aphas�a �s a commun�cat�on d�sorder where a person loses the ab�l�ty to use and 
understand language.
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the staff support�ng them were sk�lled, comm�tted and met the�r access needs (Byng 
et al, 2002).

Other agenc�es also prov�ded access to serv�ce and pol�cy development, for example 
through recru�tment panels for staff, management comm�ttees, forums of people 
who use serv�ces, sat�sfact�on quest�onna�res and volunteer roles.

 Inclusion

Part�c�pat�on can usefully be redef�ned to �nclude a var�ety of d�fferent act�v�t�es 
rather than a narrow set of pract�ces such as consultat�on and forums of people who 
use serv�ces.

Th�s �ntegrated, everyday approach to part�c�pat�on had emerged from the efforts of 
staff to bu�ld strong relat�onsh�ps w�th serv�ce users wh�ch developed trust, mutual 
understand�ng and respect. The �nterv�ews w�th people who use serv�ces revealed 
that they valued the way that staff acted �n ways that were: 

 • �nclus�ve
 • pos�t�ve and opt�m�st�c about people who use serv�ces
 • non-judgemental.

The �mportance of understand�ng values and �ncorporat�ng them �n the pract�ce 
model �s that they act as a framework �n uncharted terr�tory. The process of 
translat�ng values �nto pract�cal act�on �n d�fferent s�tuat�ons and over t�me means 
that pract�ces are developed and tested to ensure they are effect�ve.

The var�ety of the perspect�ves of people who use serv�ces on gett�ng �nvolved 
demonstrated that �t �s �mportant not to make assumpt�ons about why or how an 
�nd�v�dual could be �nvolved. The value base descr�bed above prov�des a foundat�on 
for staff to recogn�se the var�ety of �nd�v�dual s�tuat�ons. People who use serv�ces 
spoke of a number of �ssues that were personal to them and that affected whether, 
when and how they got �nvolved, �nclud�ng: 

 • the�r own capac�ty �n terms of energy or mot�vat�on 
 • the�r �dent�f�cat�on w�th a serv�ce or group �ntended for a spec�f�c part of  

the commun�ty 
 • the�r cyn�c�sm about whether serv�ces could help or genu�nely wanted the�r v�ews
 • the�r fear that cr�t�c�sm of serv�ces would affect current or future access to serv�ces 

or endanger f�nanc�al support for serv�ces.

Other stud�es have demonstrated the �mportance of respect for people who use 
serv�ces. Bamford and Bruce (2000) asked people w�th dement�a about the outcomes 
they wanted from serv�ces and �dent�f�ed as �mportant: autonomy, hav�ng a say, 
feel�ng valued and respected and be�ng treated as a normal person. Focus�ng on 
the needs and pr�or�t�es of �nd�v�duals w�th aphas�a and �dent�fy�ng the values that 
underp�n th�s approach have led to a new model of pract�ce for commun�cat�on 
profess�onals (Byng et al, 2002). 
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Translating values into practical actions 

 • Members of a group for people w�th dement�a reported that a support worker 
put no pressure on anyone to get tasks done or progress, and was prepared to 
repeat �nstruct�ons as many t�mes as necessary for them to complete tasks on the 
computer themselves.

 • Res�dents of a hostel for people who are homeless and have add�ct�on problems 
descr�bed how staff encouraged them to go to act�v�t�es and on courses, and that 
the manager bel�eved �n and was opt�m�st�c about them. 

 • People w�th commun�cat�on �mpa�rments felt valued as a result of be�ng tra�ned 
to become commun�cat�on tra�ners. They l�ked be�ng �nvolved �n someth�ng that 
‘helps them and … helps us’. Dur�ng the tra�n�ng they had t�me to talk and to laugh 
and because there was adequate t�me they knew that ‘when you make m�stakes �t 
doesn’t matter’.

 • A person w�th dement�a who was a volunteer suggested that he should be able 
to jo�n �n staff act�v�t�es such as prepar�ng lunch rather than rema�n �n a ‘serv�ce 
user’ role. The staff used the�r comm�tment to �nclus�on and to g�v�ng people w�th 
dement�a control as a bas�s for reflect�ng on the �ssues ra�sed and f�nd�ng ways of 
accommodat�ng th�s person’s asp�rat�ons and expectat�ons.

W�thout the value base descr�bed �n the above examples, �t �s l�kely that ex�st�ng rules 
and boundar�es regard�ng, for example, roles, r�sk and health and safety would have 
prevented explorat�on of part�c�pat�on �n these s�tuat�ons.   

 Practicalities of participation

There �s already a substant�al amount of gu�dance on the �mportance of ensur�ng 
access to �nformat�on, serv�ces, venues, events and debates through gett�ng the 
pract�cal�t�es r�ght (SCIE, 2005). The �mportance of pract�cal access was echoed �n 
th�s study.

People who use serv�ces and staff recogn�sed the need for good pract�cal 
arrangements. We suggest that �n the cases we exam�ned, organ�s�ng the 
pract�cal�t�es had become second nature or part of the everyday approach to 
part�c�pat�on. It appeared that gett�ng the pract�cal s�de r�ght flowed from the value 
base descr�bed above and the staff’s comm�tment to �t. 

Enabling practical access

 Communication, meetings, transport
Deaf/bl�nd, deaf and hard of hear�ng people found �t useful to have �nterpreters who 
were not staff of the agency prov�d�ng serv�ces, and all �nformat�on �n pla�n language 
w�th p�ctures to back up text. The organ�sat�on of meet�ngs was also �mportant to 
them w�th plenty of not�ce about arrangements, changes or cancellat�ons, and clear 
explanat�ons of what meet�ngs were about and what was expected of them. They 
also sa�d �t helped �f meet�ngs were not too long. 
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Transport was a b�g �ssue for th�s group, w�th nervousness about unrel�able transport 
and, for some, fear of how they were treated by members of the publ�c, affect�ng 
the�r w�ll�ngness to get �nvolved �n some events. 

 Planning joint work with people who use services
The researchers �n th�s study modelled good pract�ce based on our exper�ence 
as a team, wh�ch was conf�rmed by our f�nd�ngs, and were able to draw on our 
exper�ences as pract�t�oners as well as researchers. 

One researcher made a number of v�s�ts to an older people’s centre to meet staff 
and members of the d�fferent black and m�nor�ty ethn�c groups there. Th�s paved the 
way for the research �nterv�ews and gave t�me to organ�se �nterpreters and to d�scuss 
appropr�ate recogn�t�on and payment for the�r part�c�pat�on.

The researcher work�ng w�th people w�th commun�cat�on �mpa�rments and people 
w�th dement�a d�scussed opt�ons for �nterv�ew�ng people who use serv�ces and staff. 
Th�s led to a jo�nt dec�s�on to use small group �nterv�ews of three or four people 
rather than one-to-one sess�ons. Th�s method enhanced commun�cat�on through the 
support of members who already knew each other. For one person who used very 
l�ttle speech, the group sett�ng gave the opportun�ty for her to �nd�cate agreement 
and d�sagreement w�th her colleagues’ contr�but�ons. In a one-to-one sess�on she 
would have been almost completely excluded from the process. 

We also took a flex�ble approach to the research reference group. One member 
requ�red a spec�al�st typ�st/�nterpreter. The ava�lab�l�ty of th�s spec�al�st was l�m�ted 
so we arranged separate meet�ngs to su�t th�s group member. 

 Learning about cultures
A centre for older people acts as a base for three d�fferent groups of older people: 
Greek, As�an elders and Car�bbean pens�oners and fr�ends. The centre staff had bu�lt 
up membersh�p of these groups through outreach work and offer�ng relevant adv�ce, 
�nformat�on and support serv�ces. 

The groups used fest�vals and cultural events such as E�d, sa�nts’ days and D�wal�, 
to �nv�te members of other groups to jo�n w�th them and share food and customs. 
Th�s led to opportun�t�es for learn�ng about each other’s cultures and bu�lt mutual 
understand�ng and opportun�t�es for w�der collect�ve �nvolvement, for example, 
mak�ng compla�nts about the local author�ty’s transport serv�ce. 

Th�s example reflects some of the features of a ‘ma�nstream�ng’ approach to 
equal�t�es such as respond�ng to the complex�t�es of d�vers�ty  (Blakey et al, 2006) 
and focus�ng on serv�ce users’ pr�or�t�es �n serv�ce des�gn (Bowes, 2006). 
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 Working with uncertainty

Th�s research �dent�f�ed that staff and people who use serv�ces had to nav�gate the�r 
way through a number of uncerta�nt�es and tens�ons to ensure that people could get 
�nvolved and ach�eve some pos�t�ve outcomes. Table 1 sets out some of the tens�ons 
that emerged from our research.

Uncerta�nty about where the process of �nvolvement would lead and about eventual 
outcomes was a feature of serv�ce users’ accounts. Reflect�ng on recent exper�ence, 
many people us�ng serv�ces had a good �dea of why they were �nvolved w�th a serv�ce 
or group and what they got out of �t. However, they were less clear about what they 
had expected. The follow�ng examples �llustrate the w�de var�ety of reasons why 
people get �nvolved w�th serv�ces, act�v�t�es, courses and groups. 

‘There’s no end of laughs.’ (member of dement�a group)

‘I want to be able to help, not be a pat�ent.’ (member of commun�cat�on  
tra�n�ng group)

Table 1: Tensions

The need to have a clear purpose for 
any serv�ce, group or event  A var�ety of cho�ces about what to get 

�nvolved �n 

Clear messages about what was 
expected of people who use serv�ces 

Flex�b�l�ty and adaptab�l�ty of serv�ces, 
projects 

Meet�ng output-based external 
expectat�ons about part�c�pat�on,  
for example, number of people 
f�n�sh�ng a course

 Respect�ng �nd�v�dual serv�ce user 
c�rcumstances, pr�or�t�es and needs

Meet�ng management demands for 
consultat�on on pol�cy or pract�ce  Focus�ng on the process of develop�ng 

relat�onsh�ps and trust

Encourag�ng people who use serv�ces 
to get �nvolved and hav�ng h�gh 
expectat�ons about what they 
could ach�eve

 Be�ng real�st�c about �nd�v�dual capac�ty 
and mot�vat�on and avo�d�ng putt�ng 
someone under pressure

Expect�ng staff, as profess�onals, to 
be expert, make judgements, take 
respons�b�l�ty and dec�s�ons

 Incorporat�ng expert�se and exper�ence 
of people who use serv�ces, and shar�ng 
respons�b�l�ty and dec�s�on mak�ng  
w�th them 

Part�c�pat�on as an act�v�ty allocated 
to spec�f�c staff, des�gned to meet 
targets set by funders

 Part�c�pat�on as part of everyone’s work
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‘I have the conf�dence to get back to employment.’ (member of tra�n�ng course for 
homeless people w�th add�ct�on problems). 

People who use serv�ces also wanted clear messages about what was expected of 
them, what they could expect from part�c�pat�on �n a serv�ce or event and what 
feedback they would get about the outcomes. The challenge for staff and serv�ces 
was to f�nd ways of respond�ng to these mult�ple expectat�ons and needs.

 Changing role of professionals 

The ethos of everyday, �nclus�ve part�c�pat�on of people who use serv�ces requ�red 
staff to �ncorporate the expert�se and exper�ence of people who use serv�ces �n 
dec�s�on mak�ng. Everyday part�c�pat�on also meant that staff and people who use 
serv�ces shared respons�b�l�ty and dec�s�on mak�ng.

Trad�t�onally, however, many profess�onals are tra�ned and recru�ted to be experts 
w�th the spec�al�st knowledge and sk�lls to make judgements about the best �nterests 
of the�r cl�ents. An everyday part�c�patory approach blurs the boundar�es between 
the roles of profess�onals and people who use serv�ces. One user observed that 
‘the env�ronment �s very �nformal and volunteers and staff are m�ngl�ng around [so] 
there’s very l�ttle d�v�d�ng’.  

There �s ev�dence from research that profess�onal staff are pos�t�vely explor�ng these 
newly blurred boundar�es. For example, soc�al movements and consumer power 
comb�ne to challenge profess�onal roles. In response, profess�onals are hav�ng to 
adjust and shape the�r knowledge and sk�lls to meet spec�f�c needs and pr�or�t�es �n 
part�cular c�rcumstances, for example �n relat�on to language and culture (Foster and 
W�ld�ng, 2000; Byng et al, 2002; Dom�nell�, 2004). Another study �dent�f�es the need 
for profess�onals to have a ‘breadth of v�s�on’ wh�ch allows them to operate outs�de 
the convent�onal demands of the�r programme or job role (Mer�gh� et al, 2005). 
A study of �nvolvement of people w�th dement�a �n serv�ce evaluat�on concluded 
that staff need to be able to take a cr�t�cal stance �n relat�on to the care they 
prov�de (Fook et al, 1997; Cheston et al, 2000). We would argue that th�s approach 
and result�ng pract�ces are a requ�rement of develop�ng an everyday approach to 
part�c�pat�on. 

However, further tens�ons may ar�se s�nce, wh�le part�c�pat�on can make relat�onsh�ps 
between staff and people who use serv�ces more adversar�al, there �s a des�re that 
new partnersh�ps w�ll emerge �nvolv�ng pol�cy makers, profess�onals, managers and 
people who use serv�ces, based on mutual respect and trust (Foster and W�ld�ng, 
2000).      

 Protected spaces

Everyday part�c�pat�on took place �n groups, serv�ces, teams and organ�sat�ons 
wh�ch were protected from certa�n pract�ces wh�ch underm�ne th�s approach. The 
process of enabl�ng everyday �nvolvement of people from seldom-heard groups 
requ�red �nsulat�on from t�ck-box approaches to the �nvolvement of people who use 



13

ADULTS’ SERVICES

serv�ces, demands of programme mon�tor�ng or fund�ng cond�t�ons and unsupport�ve 
organ�sat�onal env�ronments.  

Two key enabl�ng factors �dent�f�ed by many staff and people who use serv�ces were 
t�me and money. The process for develop�ng strong relat�onsh�ps based on trust, 
respect and mutual understand�ng requ�red a cons�derable amount of t�me. Th�s 
�mpl�ed that t�me-l�m�ted projects, serv�ces and consultat�ons (�nclud�ng th�s research 
project) w�ll always have l�m�ted scope for engag�ng seldom-heard groups. 

There was a need to f�nance staff t�me to develop relat�onsh�ps w�th seldom-heard 
serv�ce users both w�th�n ma�nstream serv�ces and spec�al�st organ�sat�ons. In 
add�t�on, money was needed to ensure pract�cal access to �nformat�on, meet�ngs, 
serv�ces, people, events etc. In some cases lack of access was not s�mply about 
f�nance but also the supply of expert�se, for example Br�t�sh S�gn Language (BSL) 
�nterpreters tra�ned to the r�ght level. Some barr�ers to part�c�pat�on exper�enced by 
people who use serv�ces, and some good pract�ce responses, are set out �n the two 
boxes below.

Barriers experienced by people who use services 

Attitudinal barriers
 • staff treat�ng adults us�ng serv�ces as �f they were �nfer�or
 • percept�on that some staff do not bel�eve �n the potent�al of the people 

they are support�ng
 • exper�enc�ng harassment when us�ng publ�c transport.

Organisational barriers
 • not enough th�nk�ng t�me for some people w�th �mpa�rments
 • commun�cat�on �n meet�ngs too fast for some commun�cat�on methods
 • emphas�s on meet�ngs, exclud�ng people who operate better �n other s�tuat�ons
 • too much rel�ance on computer-based commun�cat�on and reference to webs�tes, 

and not enough thought g�ven to other forms of commun�cat�ng
 • f�nd�ng people to engage w�th, espec�ally when serv�ce use �s ep�sod�c and serv�ce 

users have trans�ent l�festyles
 • pract�cal�t�es of commun�cat�on, for example, cost, technology, tra�n�ng, sk�lls
 • content of commun�cat�on, for example, the extent to wh�ch d�fferent part�es have 

d�fferent perspect�ves or are on d�fferent wavelengths.

Cultural barriers
 • �nd�v�dual percept�on that a serv�ce or group �s ‘not for me’
 • fear that compla�n�ng or cr�t�c�s�ng serv�ces w�ll jeopard�se the serv�ce or an 

�nd�v�dual’s access to �t
 • meet�ngs or events where ‘lots of people talk�ng �n the same room’ make 

commun�cat�on or understand�ng d�ff�cult for some people 
 • concern about be�ng called or labelled a ‘serv�ce user’.  

Practical barriers
 • lack of �nterpreters
 • lack of �nformat�on about r�ghts and serv�ces



14 Seldom heard

 • Poor acoust�c env�ronments for commun�cat�on, for example, too much 
background no�se

 • Lack of access�ble transport and f�nance for �t 
 • documents that are too long, compl�cated and not �n pla�n language
 • d�ff�cult group dynam�cs and relat�onsh�ps between people who use serv�ces 

becom�ng a d�s�ncent�ve for some serv�ce users; for example, one or two 
dom�nat�ng persons

 • lack of clar�ty about, for example, how much power and �nfluence a group of 
people who use serv�ces has w�th�n an organ�sat�on

 • ‘P�ck�ng and choos�ng’ serv�ce users to ‘get the r�ght answers’, for example, �n 
meet�ngs w�th MPs.

Good practice to overcome barriers
 • treat�ng people w�th respect and valu�ng �nd�v�dual contr�but�ons to bu�ld good 

relat�onsh�ps and trust
 • offer�ng face-to-face commun�cat�on and encouragement to help bu�ld 

relat�onsh�ps 
 • descr�b�ng clearly what someone can expect from gett�ng �nvolved and what they 

are expected to contr�bute 
 • mak�ng sure people know they can say ‘no’ to gett�ng �nvolved, and st�ll get 

�nvolved �n the future
 • engag�ng people w�th an act�v�ty or task wh�ch prov�des a st�mulat�ng focus and �s 

not d�rectly about serv�ce or pol�cy �mprovement
 • offer�ng a var�ety of act�v�t�es and ways to get �nvolved, for example, gett�ng help, 

help�ng others, learn�ng, hav�ng fun, soc�al�s�ng
 • allocat�ng suff�c�ent resources to ensure good access �n terms of commun�cat�on, 

transport, meet�ngs, support and payment.

Putting yourself in the shoes of a person using services

Quest�ons that people may have �n m�nd when dec�d�ng about gett�ng �nvolved:

 • W�ll I be treated w�th respect?
 • What w�ll I get out of �t?
 • What can I offer?
 • Can I make a d�fference?
 • Are these opportun�t�es relevant, �nterest�ng and enjoyable?
 • W�ll I be of help to others l�ke me?
 • W�ll I have problems w�th commun�cat�on, transport or other support?
 • Can I talk to someone to f�nd out more?
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A model for everyday participation

From the case study research we developed a pract�ce model for  
everyday part�c�pat�on.

In the model below, the sentences �n the boxes are the factors wh�ch enable 
serv�ce prov�ders and people who use serv�ces to ach�eve everyday part�c�pat�on. 
The sentences �n italics are how the serv�ce prov�ders and users work together. The 
sentences �n bold type are the response to the soc�al �nteract�on or act�v�ty.

Figure 1: Practice model for everyday participation

PARTICIPATION AS AN ‘ADD-ON’

Seldom-heard people who use serv�ces are often excluded from serv�ce user part�c�pat�on

Enabl�ng two-way commun�cat�on between staff and users and 
enabl�ng users to support each other 

Staff sensitivity to circumstances 
and access needs offers 
reassurance to users

Organisational support for 
the inclusion of seldom-
heard people who use 
services

Feel�ng valued Conf�dence to get �nvolved 
and try d�fferent act�v�t�es 

Bel�ef that part�c�pat�on �s  
central to respons�ve 
pol�cy and pract�ce

Conf�dence to d�scuss/cr�t�c�se 
serv�ces and serv�ce prov�ders 

Cl�mate that expects, 
promotes and supports 
part�c�pat�on 

Ability to contribute and to 
help other people who use services

Capacity to develop a 
variety of opportunities for 
users to get involved

Strategies for 
overcoming 
constraints

Staff respond to feedback 
including criticisms

Joint problem solving and 
improvements to policies 

and practices

INTEGRATED, EVERYDAY PARTICIPATION

Seldom-heard serv�ce users are �ncluded
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The model shows how people who use serv�ces are placed at the centre of a 
framework for everyday part�c�pat�on. People who use serv�ces are more l�kely to 
ach�eve the outcomes they �dent�fy when organ�sat�ons: 

 • recogn�se and respect the c�rcumstances and capac�ty of each �nd�v�dual serv�ce 
user or potent�al serv�ce user

 • adopt an everyday part�c�patory approach wh�ch �ntegrates part�c�pat�on �nto all 
aspects of a serv�ce or group or organ�sat�on

 • work from a value base wh�ch �s �nclus�ve, pos�t�ve about the potent�al of people 
who use serv�ces and non-judgemental 

 • create a pol�cy, fund�ng and management context wh�ch encourages a 
part�c�patory approach to flour�sh

 • recru�t and tra�n frontl�ne staff, volunteers and managers to understand and 
�mplement an everyday part�c�patory approach �n a pract�cal way

 • prov�de a w�de cho�ce of ways of gett�ng �nvolved 
 • accept uncerta�nty about the l�kely outcomes of �nvolvement �nclud�ng a w�de 

var�ety of poss�ble outcomes and a m�x of ‘successes’ and ‘fa�lures’
 • accept that people who use serv�ces have a very w�de var�ety of expectat�ons 

about what outcomes may der�ve from gett�ng �nvolved w�th a serv�ce or group or 
act�v�ty

 • bu�ld mutual understand�ng between staff and people who use serv�ces
 • v�ew �nvolvement, engagement and part�c�pat�on as a two way relat�onsh�p that 

may wax and wane over t�me
 • redef�ne an organ�sat�on’s or serv�ce’s goals and expectat�ons of part�c�pat�on or 

‘serv�ce user �nvolvement’ �n l�ne w�th users’ goals and expectat�ons
 • address new s�tuat�ons openly w�th people who use serv�ces and staff together.

The follow�ng case study demonstrates what everyday part�c�pat�on can mean �n 
pract�ce. In th�s case study, the work of a day opportun�ty centre for people w�th 
dement�a, wh�ch �s open seven days and three even�ngs per week, �s descr�bed by the 
centre organ�ser and by people who use serv�ces.

Everyday participation in practice

Centre organiser’s views:
‘To consult serv�ce users there are monthly members’ meet�ngs w�th a serv�ce user as 
cha�r. The week before the meet�ng staff prompt and rem�nd people that the meet�ng 
�s com�ng up. They have a s�gn over the f�replace to ask people �f they want to �nclude 
anyth�ng on the agenda. People part�c�pate well.

We plan noth�ng here. It �s an arrogance to plan someone’s day for them. We go w�th 
the flow, people themselves �n�t�ate. Staff would suggest but not herd. Members may 
choose to do noth�ng.

Two members of the group are also part of the Scott�sh Dement�a Work�ng group, 
and they are on two local comm�ttees.’ 
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‘The centre started off w�th a rat�o of s�x members of staff to n�ne serv�ce users, �t �s 
now four staff. W�thout the staff we couldn’t do what we do.

People are supported to do absolutely anyth�ng and everyth�ng – go to the bank, 
shopp�ng, attend appo�ntments, ma�nta�n l�fe sk�lls, anyth�ng.

Our serv�ce manager four-and-a-half years ago had a rare v�s�on, she was crazy  
and brave! She was so tuned �n, she wanted to change the ethos of a day centre, 
wanted to g�ve people opportun�t�es. If I ever feel that sl�pp�ng away I make sure  
I f�nd �t aga�n.

It seems too easy to say we just ma�nta�n �nvolvement.  It’s qu�te seamless. Don’t 
know where the serv�ce user ends and the staff beg�ns. We have low staff turnover.  
For staff �t’s the “�t th�ng”.  You’ve got to be “�n �t” wh�le you’re do�ng �t. You could 
tra�n people for ever and they wouldn’t necessar�ly have “�t”. Tune �n and go w�th �t. 
You need to go to where people w�th dement�a are [and] somet�mes you don’t br�ng 
all of yourself back.

When we had staff off s�ck, we had a replacement staff member from Pa�sley, �t just 
wasn’t work�ng. Three serv�ce users compla�ned, he was not “�n �t”. He was sent back. 
It was good they felt they could do th�s.

One man was refused by h�s local church cho�r. We helped h�m to lobby the church. 
Barr�ers are lack of awareness by others about support�ng people w�th dement�a. 

Local author�t�es are more aware that people w�th dement�a are here. They know 
that �f they r�de roughshod over people the centre w�ll challenge any dec�s�ons. 

We have a no locked-door pol�cy, �nstead we have a w�nd-ch�me that alerts us �f 
people are com�ng �n or out. In four-and-a-half years we haven’t lost anyone.’  
  

Feedback from people who use services:
‘It’s a good atmosphere. The staff are great.’

‘It’s good for you. It’s got to be so �t makes you want to come back.  There’s cho�ce. 
They [staff] are never weary, they share your �nterests and �deas.’

‘I was apprehens�ve. But they make you feel welcome. You’ve got to try. I’ve never 
looked back.’

‘It’s a good club. You make fr�ends here.’

‘Yes I would recommend �t, �t would make you relaxed.’

Three more members were asked to take part �n the �nterv�ews but dec�ded to 
cont�nue w�th a dom�noes compet�t�on �nstead. 
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Conclusion

Soc�al care serv�ces are go�ng through a per�od of rap�d change. As the 
�mplementat�on of the personal�sat�on agenda proceeds the �ssues d�scussed �n 
th�s report w�ll take on a renewed urgency.   Everyone has the r�ght to be �nvolved 
�n plann�ng and dec�s�on mak�ng about the�r everyday l�ves and the serv�ces they 
rece�ve. The vo�ces of some people, however, are less l�kely to be heard. Dur�ng 
per�ods of rap�d change and �nnovat�on seldom-heard serv�ce users may f�nd �t even 
more d�ff�cult to commun�cate the�r requ�rements. Th�s report suggests that seldom-
heard users of soc�al care serv�ces can become engaged �f pract�t�oners and managers 
adopt an �nclus�ve approach to part�c�pat�on.

The report descr�bes the value base and character�st�cs of everyday part�c�pat�on, the 
organ�sat�onal tens�ons and barr�ers that h�nder best pract�ce, and pract�cal act�on 
to overcome barr�ers. The proposed pract�ce framework, summar�sed �n the v�sual 
model, can help pract�t�oners and managers move from part�c�pat�on as an add-on to 
an �ntegrated, everyday way of work�ng.
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