Table 5. Barriers to participation for groups of young people

A Young people who have had a difficult life experience may be less likely
to have the confidence and self-esteem to participate.

a1 Young people are also likely to be put off participation if they have had
previous problems communicating in groups.

A If young people’s views have not been taken into account in the past,
they are less likely to be motivated to participate in the present.

A If life experiences have included mistreatment by adults, they are less
likely to trust the current intentions of adults trying to engage their
participation.

M Negative assumptions and stereotypes that can be applied to young
people generally may be even stronger for some groups of young
people.

Adapted from McNeish (1999)

3.2.9 Disabled CYP

Article 23 of the UNCRC specifically refers to the importance of recognising the right of
disabled CYP to participate. Dickens et al (2004) state that disabled children are more
vulnerable to abuse than non-disabled children and are more likely to receive medical
treatment and to be involved in various assessment procedures about their care. For these
reasons, it is essential that disabled CYP are routinely involved in both micro and macro
aspects of care, in addition to service delivery.

Franklin & Slopers research (2004) into the participation of disabled CYP in Social Service
departments found that ‘their participation is still patchy and involvement at a higher strategic
level is rare’. Findings included 60% of the 71 local authorities involved, reporting that they
involved disabled CYP in both service development and in tailoring individual care packages.
Respondents also reported that they felt they had received insufficient training about
communicating with young disabled people. Results demonstrate that disabled children are
being involved in a range of decision-making areas, however, participation is not yet
embedded or sustained across all health and social services departments, and the
involvement of disabled children at a higher strategic level is still rare. The participation of
disabled children therefore needs further development including more evidence on which
factors can support and promote disabled children’s effective participation. Franklin and
Sloper (2004) determine from the evidence gathered through Quality Protects and other
similar projects elsewhere, that while in general CYP are increasingly involved in decision-
making, growth has been slower in respect of involving disabled children directly (Council for
Disabled Children, 2000; Sinclair & Franklin, 2000; Robbins, 2001)
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In addition, a review of the literature undertaken by Cavet & Sloper, (2004 a,b) also
concluded that as evidence of good practice is sparse, the participation of disabled children
needs further development. The review by Cavet & Sloper (2004b) revealed that some
disabled children had not been afforded their full participation rights under the Children Act
1989, and/or the UNCRC, due to a lack of availability of communication aids to those CYP
who rely on them (Morris, 1998a, Stone, 2001; Rabiee et al, 2001). Furthermore, Cavet and
Sloper’s (2004 a,b) review on participation of disabled children highlighted that in order to
promote participation, staff training, education and skills development was essential. This
included attitudinal changes, training about communication, disability equality and children’s
rights. The conclusion echoes findings from Kilgour’s (2002) survey of participation workers,
which revealed the needs amongst these workers for specialist advice, support, training and
networking opportunities. This survey sought information on whether initiatives provided any
training to support staff in their role.

Despite emerging literature presenting general lessons for those wishing to involve disabled
CYP, by highlighting that dedicated resources, attitudes of adults and feedback are important
and should be used (Treseder, 1997; Cohen & Emanuel, 1998; McNeish, 1999; Kirby et al,
2003; Listen Up, 2005; Ask Us, 2005). There are still substantial gaps in knowledge about
both the process and outcomes of disabled CYP’s participation (Franklin & Sloper, 2004). In
particular, little is known about CYP’s experiences and their views as to what might constitute
good practice in the process of participation or indeed what should be the outcomes of their
involvement.

Furthermore, Franklin and Sloper (2004), highlight the lack of evidence that exists about the
outcomes of disabled CYP’s participation in terms of its likely impact on service planning
and/or individual packages of care. Interestingly, although not necessarily relating to disabled
children, others (Kirby et al, 2003; O’Malley, 2004 and Wright et al, 2005) advocate the same
principle across the board of all CYP’s participation initiatives.

Lightfoot & Sloper (2004) sought further information on the methods of involving disabled
CYP. Service delivery respondents were asked which methods are used to facilitate
children’s involvement (e.g. written, verbal, visual, computer/IT). Although asked to specify,
there was a large amount of missing data, in some cases almost half of respondents failed to
provide any further details. Interpretation of these results should therefore be treated with
care. However, of the 65 areas/teams, 34 (52%) involving disabled CYP within decisions
about their own care were using a written method, in most cases a questionnaire or consul-
tation form. Within the area of service development, 38 of the 70 initiatives (54%) were using
written methods predominantly questionnaires, although some employed newsletters, graffiti
walls, or distributed from meetings usually at youth forums. Fifty-five of the 65 area/teams
(84%) involving disabled CYP in their own care were using visual methods to facilitate
involvement, in most cases using Symbols, Makaton, PECs and signing or toolkits such as ‘//
go first’. Forty-six of the 70 service development initiatives were also adopting visual
methods. Art and drawing featured highly across both decision-making areas, and creative
methods such as photographic diaries and videos were being employed. Observation work
was also mentioned in a few cases, possibly indicating some move towards including children
with severe disabilities and/or communication details. '



3.2.10 Long Term/Chronic lliness

A study by Dovey-Pearce et al (2005) which investigated Young Adults’ (16-25 years)
suggestions for providing developmentally appropriate diabetes services identified an
apparent lack of user involvement in service development. This qualitative, user involvement
study aimed to describe and understand the considered opinions of 19 young adults with
diabetes who were receiving secondary care services about the provision of diabetes
services for young people. Ory & Kronenfiled (1980) and Miller (1999) also interviewed CYP
with Diabetes Mellitus about living with this long-term iliness.

Other innovative work includes Kendall et al (2003) who explored the views of young people
with congenital cardiac disease on designing the services for their treatment and Callery et al
(2003) who has undertaken extensive work with children with asthma in a participatory
framework using one to one interviews. There is also much written about using draw and
write methods when eliciting CYP’s views (Pridmore & Bendelow, 1995; Action for Sick
Children, 1998; Coates, 2004). We found that this technique had been particularly (but not
exclusively) used with CYP with long term illness such as in the fields of oncology (Bradding
& Horstman, 1999; Gibson et al 2006). All the findings of these studies have potentially wide-
reaching implications across primary and secondary healthcare, and across agencies
providing services to CYP, in terms of facilitating a person’s transition through adolescence
and into young adult life in all aspects of healthcare.

3.2.11 Asylum Seekers

Hek (2005) reflects that whilst the healthcare needs of asylum seeking CYP in the U.K. are
very complex and that they have difficulty in accessing services, there is limited work
available regarding their involvement. Largely, to date, methods include qualitative
interviews, which seek to elicit their view.

3.2.12 Summary

Taken collectively, while these results are informative and present an encouraging picture of
some areas of development, the number of actual studies is low. Moreover, most are small
and descriptive and thus, it remains unclear as to what extent they can be generalised to local
or national concerns. Indeed, almost all participants were of school age and included a dis-
proportionate number of adolescents. Participants were generally healthy (discharged as in-
patients) or CYP with a non-life threatening iliness (acute and chronic). While some studies
did attempt to include hard-to-reach groups, these were in the minority. Those particularly
under-represented included CYP from BME communities, asylum-seeking CYP, ‘looked after’
CYP, those with mental health problems, learning disabilities or life-limiting illnesses.

Lack of diversity was also apparent in the use of research design and methods. Nearly all
were cross sectional (i.e. data collected at one point in time) and most employed
questionnaires, interviews or focus groups. There was evidence of more creative methods
(e.g. the use of art) but these were much less. To some extent, this may reflect the fact that
most studies were adult led consultations. Indeed only a minority appeared to involve CYP
in an active role (e.g. as project advisors or as supported peer researchers. See Coad &
Evans in press, 2007).
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3.3 What are the benefits of CYP participating in decision-making at the collective/macro

Table 7.

24

level?

In anticipation of the UK’s quinquennial review to the UN (January 2004), there was a torrent
of government initiatives outlining the benefits for health services of involving CYP in matters
that concern them. This theme is evident too in recent policy proposals and documents (DH,
2003: DFES, 2003; DH 2004; DfES 2004, ASC, 2006). Similarly, the revised Special
Educational Code (SEN) Code of Practice (DFES, 2001a), associated SEN Toolkit (DFES,
2001b) and the Government's strategy for SEN (DFES, 2004) stress the importance of
building a ‘listening culture’ in organisations. In the UK, the Children’s Fund, Sure Start and
Connexions initiatives all echo this sentiment, requiring services to demonstrate how they
have included the views of CYP in their development and delivery (Wright et al, 2005; ASC,
2006; NE-CF, 2006). Thus, organisations should ensure that CYP have opportunities to
become involved in strategic development and service delivery (www.scie.org.uk) as well as
ensuring that CYP have opportunities to participate in decision making on an individual level.
Drawing evidence together, there would seem to be a range of benefits for organisations in
involving CYP in strategic decision-making. Table 7 highlights a range of issues drawn from
the literature.

CYP’s involvement in making collective choices appears to have personal benefits, including
the development of new skills and increased confidence (Cavet & Sloper 2004a, Lightfoot &
Sloper 2003). Adults involved in participatory initiatives can also benefit by gaining increased
knowledge about children’s views and informing personal practice (Cavet & Sloper 2004a,
Lightfoot & Sloper 2003). Health professionals involved in participation studies are
motivated by the belief that children’s involvement in service development will improve the
attractiveness of these services and improve take-up (Lightfoot & Sloper, 2003). However,
the review found little evidence that CYP’s participation in decision-making had currently had
a significant impact on health service provision (Cavet & Sloper 2004a; Kirby & Bryson 2002,
Coad & Shaw, 2006). Where improvement does exist, it tends to be at only a local level and
some have noted that in some cases CYP have a ‘novelty’ value but little impact is witnessed.

Positive impacts on organisations who undertake CYP’s involvement

M Service users can offer different perspectives (Steel, 2004).
M Ensures that money and resources are not wasted (Steel, 2004).

0

It may help with the recruitment of peers for the research, which in turn may help in
contacting groups that are difficult to access, e.g. those from BME communities.

a

Disseminate of results and help ensure changes are implemented.

1 Break down discrimination between groups of CYP, particularly if they may not have
come into contact before such as able-bodied and disabled young people, or those
from different black minority ethnic groups and asylum-seekers (O’Malley, 2004).

= Can enhance community relations by improving dialogue between CYP, and adults
including parents, other residents and professionals (O’Malley, 2004).

M Services can become more responsive to the needs of CYP and can begin to

challenge presumptions about the needs of CYP (Wright et al, 2005).

Services can become more accessible to CYP (Wright et al, 2005).

a

1 Services can become more efficient as they are providing a more effective service
to CYP (Wright et al, 2005).




3.4

When involving CYP several authors have highlighted the benefits in terms of the
dissemination of research, including those involved in the project and the readers (Morrow,
2001a; 2001b; Coad et al, 2006 in press). Involving local and national professionals through-
out the project may help the commitment to the agenda. This is particularly relevant to those
who will have to act upon the findings and recommendations of the project, so in turn fuelling
the change agenda (Stafford et al, 2003).

What are the barriers to CYP participating in decision-making at the collective/macro
level?

What many of the key authors report is that despite such potential benefits there is little
evidence of CYP’s involvement being fully participative (See Figure 1). A significant barrier
relates to differential views of CYP. The traditional view of ‘children’ has regarded them as
“developing beings” whose competence to exert their civil rights is reached only in adulthood.
More recently, however, CYP are viewed as being competent reporters of their experience
and wishes and as possessing information about their lives that is both valid and reliable. As
highlighted elsewhere, even young children are capable of making competent and
appropriate health decisions (Kalnins et al, 1992; Alderson & Montgomery, 1996). This said,
defining competence can be contentious when children are very young, have mental health
problems, cognitive impairment or learning disabilities (Alderson & Morrow 2005; Tates &
Meeuwesen 2001; Moore et al. 1998). Regardless of the legal debates, lack of competence
does not remove the right to express a view. People cannot be considered unable to make a
decision until all practical steps to help them to do so have been exhausted. Lack of
competence cannot be attributed solely in reference to a person’s age, appearance, or
condition of their behaviour (Mental Capacity Act, 2005).

There is unlikely to be a blanket answer in terms of CYP’s ages concerning when competence
to make a choice can be assumed and indeed this debate is beyond the scoping of this
review. As Masson (2001) notes, competence is directly related to the decisions to be taken
and so will vary from one situation to the next. It is very clear, that offering CYP participation
in decisions regarding their own healthcare will be very dependent upon the attitudes of health
professionals and their skills to manage a three-way relationship between themselves, the
child and their parents. Unfortunately, as previously mentioned, staff training in
communication with CYP is less than optimal (Hart & Chesson, 1998), especially outside the
paediatric setting where significant numbers of CYP may find themselves cared for by
individuals with no paediatric training whatsoever (Hart & Chesson, 1998).

A further barrier is the lack of evaluative research regarding the interactions between
staff/child/parent (Tates & Meeuwesen 2001), particularly from the perspectives of CYP
(Crossley et al. 2005), which makes it very difficult to discern the most effective methods. As
shown in Table 8, compounding factors that have influenced CYP’s participation have been
noted by several authors. Unfortunately, while many NHS Trusts have written strategies for
patient and public involvement, Lightfoot and Sloper (2003) suggest that their systems to
recognise this are less well developed and generally fail to identify children as service users.
This is of great concern, as CYP have special requirements for their participation, which are
unlikely to be catered for within adult-centred strategies (Lightfoot & Sloper 2003).
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Table 8. Factors that influence and challenge CYP’s participation

Resources
3 Time required for planning.
(3 Short-term nature of much funding.
(3 Lack of training for key adults.
(Adapted from Wright et al, 2005)
Ethics
3 Handling of sensitive information.
M Safety measures and parental consent. CYP’s entitlement to confidentiality. Informed
consent. Consideration of CYP’s mental state.
M The provision of support should a young person become distressed during interview
process.
1 Appropriate methodologies and recognition of the power imbalance between adults and
children that may require careful monitoring in research situations.
(Adapted from Alderson & Montgomery, 1996)

Organisational Culture & Structure

7 The nature of organisations (e.g. formality, complexity, bureaucracy and internal politics).

M1 Poor participatory practice is frequently cited as an obstacle to participation, as good
practice is essential in ensuring that CYP have a positive experience of becoming
involved and are able to affect change within the organisation.

1 It is important that whatever practice has been undertaken involving CYP’s participation
is recognised and shared.

A Covert organisational cultural barriers.

(Adapted from O’Malley, 2004; Wright et al, 2005)

Individual Attitudes

3 Adult attitudes and intransigence.

1 Lack of clarity leading to tokenism.

T Adults’ perceptions and decision-making, including their images of children’s capacities,
and their self interest in maintaining their own position with respect to children.

M Practitioners concern about the impact on their work; they may feel that their work will
change or even that their jobs will be under threat.

A Structural barriers include for example formal board meetings during school hours, lack
of understanding about what participation means, fear about developing new ways of
working, lack of knowledge about how to communicate effectively with young people,
lack of opportunities to work directly with young people and develop effective
relationships. '

(Adapted from Davies & Marken, 1998; Hutton et al, 2004; Wright et al 2005)

For many campaigners for CYP’s involvement, simply hearing their views is a very weak response.
It stops short of empowering and involving CYP as partners in developing their services. As noted
elsewhere, Wright et al (2005) found limited long term developments following CYP consultation.
Moreover, this review also found that most studies where CYP were involved at the macro, service
level are small and descriptive and thus, it remains unclear as to what extent they can be
generalised to local or national concerns. Even more importantly, some concerns have been voiced
about the possible ‘exploitation’ of CYP in these contexts. Allard (1996) notes that children may feel
that placing them in situations like conferences and/or meetings may be ‘embarrassing or indeed
counter-productive’. Therefore, careful dissemination processes on how CYP’s views made a
difference require solid, detailed planning and discussion.



3.5 How can we overcome the challenges?

In order to overcome the challenges Kirby (2002) suggests that CYPs involvement in
healthcare can include:

i) Contributing to policy dialogue (doing research, providing information, expressing
views, lobbying on the content),

ii) Contributing to implementation (involvement in community-level implementation
projects) and

iii) Monitoring and evaluation (assessing whether budgets are getting through to local
level, evaluating achievements).

In response to the challenges that exist for organisations when undertaking CYP’s
participation initiatives, the RCPCH (2005) and Cutler (2003) recommended a number of
strategies that can be adopted when developing standards. Standards are outlined in Table
9.

Table 9. Checklist for organisations for CYP’s involvement

Individual Children and Young People

A Policies that embed CYP’s participation in the organisation’s everyday
practice.

3 Budgets dedicated to participation and involvement of CYP.
1 Champions at a local authority level with clear duties and powers.

A Structures that include regional participation co-ordinators to promote
organisational change and bring people together.

(3 Specialist staff supported through peer exchange.
(3 Training for CYP, adult decision-makers, and participation workers.

O Guidance, standard setting and quality assurance systems. Governmental
guidance regarding the involvement of CYP is set out in Learning to Listen
(CYPU, 2001) and more precise standards are given in Hear by Right
(Badham, 2005). However, there are also calls for a national kite mark (Cutler,
2003; Cutler & Taylor 2000) to show that an agency has not only listened to
CYP, but also that their organisation has changed.

(3 Monitoring, inspection and evaluation. CYP’s participation is rarely subject to
external inspection and the benefits appear to be rarely assessed.
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Kirby (2002; 2003; 2004) notes that CYP can participate across various macro levels: in
small-scale local community forums, by representation at district or regional initiatives, and at
nationai-level consultations or representation at meetings. The timescale of their involvement
can vary from participation in one-off research consultations, through to sustained
participation over several years. This is applicable to healthcare, as well as the social
agenda. However, to implement and enable the involvement of CYP in collective and
individual decision-making processes, both adults and young people should be supported in
terms of key competencies. This review has drawn on the framework by Wright & Haydon
(2002) as presented in Table 10, which was felt useful as it helps practitioners to consider the

competencies that may be required to overcome challenges.

Table 10 Competency framework for CYP’s involvement (Adapted from Wright and Haydon,

2002)

a

a

Competencies required by adults

Understanding what participation
means and why it is important

Understanding the potential impact
of participation (on children and
young people and the organisation)

Opportunity to explore attitudes
towards participation and working
in partnership with children and
young people

Knowledge about different methods
that can be used to involve children
and young people

Communication techniques that
enable the involvement of all
children and young people

Responsiveness

Sensitivity to and awareness of the
individual needs of children and
young people

Opportunity to develop imaginative
and creative techniques

Knowledge about how to work with
children and young people safely
and establish appropriate
boundaries for their involvement.

a

0

Competencies required by CYP

Understanding what participation
means and why is it important

Understanding the potential impact
of participation (on children and
young people and the organisation)

Opportunity to explore attitudes to
wards participation and working in
partnership with adults

Knowledge about different
methods that can be used to
involve children and young people

Opportunity to explore how they
would like to be able to participate
and what they would like to see
changed

Team-building activities that enable
the development of such skills as
listening, being responsive to
others, taking responsibility for
specific roles, debating, communi-
cating.

Opportunity to develop confidence
in expressing their own views

Skills in presenting own views and
views of other children and young
people

Skills and experience in relation to
specific participation activities.




On a practical level, Coyne (1998) and Morrow (1999) share examples of establishing rapport
prior to the data collection including using drawings to relax the child and clear information
leaflets about the project. Their message is clear: researchers should follow what the children
want in that particular research situation. Hart & Chesson (1998) also suggest a number of
innovative ways to communicate with children including puppet-play, drawing, use of
photographs and videos. This is reiterated by Morgan et al (2002) who suggest strategies for
setting the scene; these include reference to an informal atmosphere, using first names,
including ‘warm up’ activities, having adequate room space, and setting-up arrangements.
However, such strategies assume that the adult researcher leads and controls the
relationship with the child from the outset rather than a process of negotiation. Hence, this is
fundamentally different from a situation in which children are active researchers.

A further challenge is balancing power relationships. Ring (2000, 2003) illustrates how she
overcame some of the issues concerning power relationships using conversational interviews,
drawings (2D) and photographs (3D) with young children at home and at school. She wished
to explore socio-cultural aspects important in a child’s life at home and school and felt that
seeing the world from the child’s perspective was the first step in building the relationship.
Others dispute that this can be possible when, from an adult's perspective, the world is
necessarily viewed differently from that of the child (Kirby, 1999; West, 1995;1996a; 1996b
and 1997).

Overcoming challenge includes the change in policy which in part is being witnessed since
publication of the NSF (DH, 2004) and Every Child Matters (DfES, 2004). The National
Children’s Bureau (NCB) has also been involved in a number of health and social care
initiatives to encourage CYP’s participation in the development of services; for example
CEMACH Child Death Review, PCT Child Health Network, and the National Evaluation of
Children’s Trusts (NECT). The latter is investigating User Participation Panels between
February 2005 and March 2007. Additionally, Action for Sick Children has focused project
work around involving CYP, which has culminated in the document ‘Principles for involving
CYP in Service Planning and Delivery Processes for Hospital Services’ (ASC, 2006) and this
commissioning of the review here outlined.

One aspect highlighted in many of the studies reviewed was the training and support of
personnel to support CYP’s involvement (re: participation, communication, skills building).
Whilst none included a set out programme of user involvement to share, there were several
calls for improved training in both the undergraduate and postgraduate curriculum (Viner &
Barker 2005; Beresford & Sloper, 1999; Hart & Cheson 1998). Closer liaison with relevant
professionals (such as psychologists) is also advised (Hart & Chesson 1998).
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Section 4

WHAT ENTAILS GOOD PRACTICE?

4.1

4.2

Introduction

A number of participatory issues will be drawn together in this section. A sample of projects
will be shared which give important insights into how best to involve CYP in heathcare
services. Studies reviewed also confirmed the willingness and ability of CYP to give their
views about their healthcare, and highlight potential ways to involve them in making
individual and collective choices. Attention to CYP’s participation reflects the growing
importance being attached to involving young service users in decisions about:

1) Their own care
Or
2) Wider service planning both in local government and the NHS

‘Best practice’ examples of CYP’s involvement and participation

There has been growth in the publication of literature on examining the ‘best’ methods of
involving CYP in involving them in the decision-making within health and social care settings
(Sinclair and Franklin, 2000; Shier, 2001; McNeish and Newman, 2002; Kirby and Bryson,
2002). However, other authors argue that, in order for initiatives to be effective, it is
necessary for those involved to recognise components which will ensure that ‘good practice’
can be carried out (Cavet & Sloper, 2004; O’'Malley, 2004). Slowly, the literature is moving on
from this debate to studying what facilitates a CYP’s participatory culture (Kirby et al 2003;
O’Malley, 2004; Wright et al, 2005), and whether participation is sustained and embedded in
practice (Kirby & Bryson, 2002; Wright et al, 2005).

According to Franklin and Sloper (2004) very little is known about the views of CYP
themselves on their experiences of participation, which would, in essence help to inform the
development of good practice. More work is therefore required to ensure that participation is
meaningful, effective and sustained. However, in seeking to draw lessons from the initiatives
reviewed in the literature, one example is that of Save the Children’s experience of facilitating
CYP participation. O’Malley (2004) discusses the effectiveness of a range of approaches to
participation, highlights the challenges, outlines the learning points, and importantly, raises
questions about the impact and cost benefits for the CYP’s involvement. Drawing on these
suggestions from O’Malley (2004), and the findings extracted from the initiatives reviewed in
Cavet & Sloper (2004), a number of factors which organisations should consider when
facilitating participation have been identified, and were included in Table 9 (Section 3).



One suggestion is to utilise a model of CYP’s participation. Such models of participation
(Shier, 2001; Lardner, 2001; Kirby et al, 2003) highlight the need to understand the term
‘participation’, and prompt organisations to examine what kind of participation is appropriate.
One such popular model, as represented in Figure 2, is that of Kirby et al (2003) who
proposes the adapted model to outline possible levels of participation.

Figure 2. Suggested model of participation (adapted from Kirby et al, 2003 p 22)

CYP’s views are taken into
account by adults (parents
and/or health
professionals).

Adult based planning &

delivery
CYP make CYP are involved in
autonomous decision making.
decisions. Planning Consultation in adult
& delivery with little based planning &
adult intervention delivery

CYP share power and
responsibility for decision
making with adults
(parents and/or health
professionals). Joint
planning & delivery

Alternatively, Wright et al (2005), advocate developing a culture of participation or ‘whole
systems approach’. The sections which comprise this model set out the essential steps that
need to be taken to implement effective participation, while identifying participation as a
flexible and creative process. In developing a ‘whole systems approach’, Wright et al (2005)
suggest that organisations develop culture, structure, effective practice and effective review
systems. However, they also recognise that developing effective participation across an
organisation is not a linear process, and that each of the four elements can be considered
separately or added to produce the same outcomes — the change, or improvement of
organisations.
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Figure 3. A whole systems approach adapted from Wright et al (2005)

ORGANISATIONAL STRUCTURE
CULTURE

PRACTICE REVIEW

In terms of the levels of participation, most documents note that participation can vary along
a continuum from full involvement and autonomy (participation) at one end, to tokenistic
consultation at the other. While some authors see this in hierarchical terms and advocate
participation at the highest levels, realistically this can be demanding for both the CYP and
organisations in terms of time and resources. As such, most suggest that the level of involve-
ment should be based upon the individual circumstances of individual initiatives and include
the preferences of the CYP. However, what all agree, is that CYP should have an active role
in service development and this should be based upon a genuine commitment to listen to their
views and act upon them.

Furthermore, Hutton (2004) states that even where organisations are committed to a culture
of participation, they do not always change their ways of working as a result. Thus, Wright
and Haydon (2002) suggest that in order to enable CYP to become active participants, it is
essential to plan and develop the necessary structures, which include, staff, resources,
decision-making and planning processes. Organisations therefore, may demonstrate a
strong cultural commitment to participation, but without an infrastructure to support this
commitment, participation cannot properly be sustained. This echoes that of Kirby et al
(2003), who describe participation as a ‘multi-layered concept’ suggesting that at least six
dimensions should be taken into account when considering participation with CYP.

-—h

Who will be involved

Focus of decision-making

Content of decision-making

Nature of participation activity
Frequency and duration of participation
Which CYP are involved

2 O



4.3 Participation in practice

A number of studies reviewed here present clear examples of how developing such structures
can aid effective CYP’s participation in various aspects of service development and delivery.
We presented specific examples in Section 3.2. (See also Table 6). We have stressed in
several sections that in order for CYP to become involved, practitioners need to be able to
work in a way, which enables participation and ultimately affects change or improvement
within the organisation. Essentially, therefore, they need to be aware of the benefits of
participation in order to assist this process. Wright et al (2005) state that poor participatory
practice, is frequently cited as an obstacle to participation, as essentially, good practice is
essential in ensuring that CYP have positive experiences of becoming involved and are able
to affect change within the organisation. Table 11 summarises practical advice on how CYP
can be involved in order to establish effective participation.

Table 11. Suggestions to assist the involvement of CYP in practice

Establishing an effective practice for participation

i) Encouraging involvement of CYP from different age groups and specific
groups, including those who are seldom heard such as disabled and BME
CYP, those in rural areas, those who are homeless, asylum seekers and
refugees.

i) Ensuring safe participation of CYP.
iii) Creating a climate for participation.
iv) Using flexible and creative approaches relevant and appropriate for the CYP.

v) Understanding the different mechanisms for involving CYP in both the
operation and the strategic development of an organisation, as well as
individual decision-making processes.

vi) Provide training opportunities for both practitioners and CYP to develop the
necessary skills, knowledge and experience.

vii)Build in reward mechanisms including feed back and evaluation.

The review aimed to also draw out any ‘best’ examples of CYP’s involvement in terms of
healthcare services. Whilst a range of ‘grey’ and published examples were available it was
decided to only include those that were readily available (i.e. published); those with solid
principles of involvement as outlined in the review and those which related to health and
social care settings (See also Section 3.2). Consequently, this is not an exhaustive list but
rather key available examples. Whilst we have drawn on key references throughout the
review text, we have also outlined for the reader to review in Table 12, the key findings.
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SECTION 5

FINAL DISCUSSION AND CONCLUSION

5.1

5.2

Discussion

‘The challenges are many, but so are the opportunities’ (O’Malley, 2004)

Over the last decade there has been an increased, emphasis in all four countries of the U.K.
about the active involvement and participation of patients (children, young people and adults)
in the decision-making process about healthcare issues that affect them. This has meant that
there has been a fundamental shift in official attitudes towards CYP being viewed as needing
adult guidance and protection, to being viewed as citizens with rights, and as people who can
act to secure these rights themselves. In this way, it is felt that services will be planned that
meet the explicit needs of CYP users.

The review highlighted the many positive examples of consultation with CYP using innovative
and creative methods. Studies reviewed confirmed the willingness and ability of CYP to give
their views about their healthcare, and highlighted potential ways and opportunities to involve
them in making individual and collective choices. Despite this, the review also highlighted that
published literature and evaluative reports of how CYP were involved in the decision-making
process (as full participants) in terms of their own care and wider service planning, and
subsequent impact of their involvement, were as yet, scarce. Indeed, we know little about the
views of CYP themselves on their experience of participation, which could inform
development of good practice.

Recommendations
Several important recommendations were identified by the review:

- Whilst there are many positive examples of CYP’s consultation (both published and
‘grey’ literature), solid evidence of CYP fully participating is limited therefore more
work is required to ensure that full participation is meaningful, effective and
sustained. Dissemination of that work is thus essential.

- It would also be useful to survey the four countries of the U.K. in terms of the long-
term impact of involving CYP in healthcare services. One aspect of this work should
be to explore in more depth, a sample of case studies to evaluate the level of
involvement of CYP.

- To date, the focus has been on the process of involvement, rather than evaluation of
outcomes for either the individual CYP or for services. Innovative ways should be
sought to access ‘hard to reach’ or overlooked groups of CYP, whose needs and
lifestyles, make finding representatives very challenging but not impossible.
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5.3 Conclusion

In conclusion, this report was prepared for, and funded by, Action for Sick Children and
presents the findings of an extensive review surrounding CYP’s involvement in developing
healthcare services. This will form an integral part of their ‘Children’s Voices’ project. We thus
hope that the report is not only a useful background resource for Action for Sick Children
members, but will also help to inform subsequent participatory work with CYP. We found that
involving CYP in the decision-making and participation of healthcare services was viewed as
a positive development and found many innovative examples and suggestions. However,
scoping of the literature also highlighted that whilst the techniques for consultation and
participation with CYP have progressed, there is still considerable work to be undertaken; not
least in evaluating how those who plan and/or deliver healthcare services respond. This is
essential if significant change in healthcare services and policy is to be sustained.
Consequently, the challenge for the future is to evaluate the extent to which ‘Children’s
Voices’ are actually heard and acted upon in healthcare service planning and delivery.
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