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Abstract

Aims We draw on the work of Nancy Fraser, and in particular her

concepts of weak and strong publics, to analyze the process of

parental involvement in managed neonatal network boards.

Background Public involvement has moved beyond the individual

level to include greater involvement of both patients and the public in

governance. However, there is relatively little literature that explores

the nature and outcomes of long-term patient involvement initiatives

or has attempted to theorize, particularly at the level of corporate

decision making, the process of patient and public involvement.

Methods A repeated survey of all neonatal network managers in

England was carried out in 2006–07 to capture developments and

changes in parental representation over this time period. This

elicited information about the current status of parent representa-

tion on neonatal network boards. Four networks were also selected

as case studies. This involved interviews with key members of each

network board, interviews with parent representatives, observation

of meetings and access to board minutes.

Results Data collected show that a wide range of approaches to

involving parents has been adopted. These range from decisions not

to involve parents at this level to relatively well-developed systems

designed to link parent representatives on network boards to parents

in neonatal units.

Conclusion Despite these variations, we suggest that parental

participation within neonatal services remains an example of a

weak public because the parent representatives had limited

participation with little influence on decision making.

Introduction

Within the UK context, the 1990s were marked

by an increasing interest in patient and public

involvement (PPI) within the Department of

Health (DoH) and the NHS.1 These develop-

ments may be seen as a response to two major

factors: public demands for a greater voice in

decisions about their services, and demands

from politicians for greater efficiency and effec-

tiveness in the use of public funds, reflecting the

growing influence of the New Public Manage-

ment approach to health services management.2

It can be argued that this latter development has
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its origins within the conservative government�s
attempts to remodel the relationship between the

NHS and service users along consumerist lines.

Documents such as Working for Patients3 and

the Patients Charter4 placed emphasis on indi-

vidual �rights� and �choices�. After the election of

a Labour government in 1997, PPI became a

central plank of health-care policy5 and devel-

oped to include greater involvement of both

patients and the public in corporate decision

making.6 Legislation was passed, which requires

NHS organizations to engage with service users

in the planning and delivery of local services.7–9

The central importance of PPI to the NHS has

been reaffirmed in the Coalition Government�s
new NHS White Paper – Equity and excellence:

Liberating the NHS10.

Beresford11 has argued that there has been an

attempt to isolate participation from its broader

political context and suggests that there is a

search for safe options that divorce participation

from concepts such as politics and ideology,

replacing them with cosier terms like engage-

ment.

There has also been a growing scepticism

about the ability of the current PPI structure to

deliver �meaningful� participation. Within Par-

liament, legislators have been accused of fearing

that democratic decision making would lead to

unworkable populism and that expert govern-

ment is better than public governance.12

Staniszewska et al.13 point out that the evi-

dence base underpinning PPI is partial and lacks

coherence. Little of the literature has attempted

to theorize PPI, and little attention has been

given to how areas of professional decision

making are opened up to public involvement

and the degree to which these boundaries are

open to negotiation. This study of parental

involvement in neonatal network boards

addresses this issue.

Theoretical background: drawing on Nancy
Fraser

Fraser14 has developed the concepts of weak and

strong publics. We suggest that this may provide

a conceptual framework for the analysis of PPI

in this study. She argues that a public is formed

where private individuals come together to dis-

cuss issues publicly. The public sphere is distin-

guished from both the state and the economy

and is seen as providing an important counter-

weight to both the power of the state and the

interests of capital. However, the boundaries of

the public sphere are not fixed, and differing

social groups may have an interest in keeping

certain issues in or out of this public domain.

Part of the process of challenging these

boundaries may involve creating what Fraser14

terms �subaltern counterpublics�, where subor-

dinate social groups develop and circulate

alternative understandings that challenge domi-

nant views. Fraser makes a distinction between

strong and weak publics. She defines a strong

public as one where not only discussion takes

place but also decisions are made. Weak publics

are publics which discuss issues, but which have

little chance of influencing decision making. The

ability to access decision-making processes may

occur through having access to the state�s deci-

sion-making bodies or being able to bring pres-

sure to bear on them.15

Related to the above concerns is Fraser�s
concept of participatory parity. She argues that

it is inadequate to suggest that participants

should act �as if� they were equal when partici-

pating in the public sphere. This is because

inequality contaminates debate within publics.

This occurs not simply because of inequalities in

economic resources (the politics of redistribu-

tion) but also because of subtle processes of

social and cultural distinction as expressed in

dress codes, patterns of speech and body lan-

guage (the politics of recognition). Here, Fraser

references Bourdieu�s work on the role played by

cultural capital in maintaining social distinc-

tions.16

For Fraser, achieving participatory parity is

only possible if underlying economic and status

inequalities are first addressed. Much of Fraser�s
work takes place at the level of the nation state

or relations between nation states; however, her

analytical framework could be applied to ini-

tiatives designed to remedy the �democratic

deficit� in the NHS such as PPI.
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Managed clinical networks and parental
involvement in neonatal services

In 2003, the DoH recommended that neonatal

services across England should be organized into

managed clinical networks17 and recommended

that there should be at least two user represen-

tatives on each Neonatal Network Board.

Despite a relatively wide-ranging literature on

parental involvement at the individual level,

there is relatively little research literature that

explores the experience of parental involvement

in decision making in neonatal services, but

there is research on other types of managed

clinical networks.

Tritter et al.18 in their work on user

involvement in cancer networks make use of a

�cycle of involvement� linked to service

improvements that are evaluated by service

users as a way to develop participation in ser-

vice delivery. Sitzia et al6 in their research on

the impact of patient participation on profes-

sionals and patients in cancer services found

five types of outcomes of service user partici-

pation. These were being present, being con-

sulted, representing the views of others,

working in partnerships to improve care and

proactive involvements to change service deliv-

ery. They suggest that a number of tensions can

develop between professional and patient rep-

resentatives and found that whilst service users

are more likely to express their commitment to

participation in personal terms, professionals

were more likely to express their interest in

terms of it being part of the job. A further area

of tension was the tendency of some service

users to discuss personal issues in meetings.

Professionals, both clinical and non-clinical,

were often uneasy about this. A third area of

tension was emotional commitment as service

users felt that their participation entailed a

degree of emotional commitment, and profes-

sionals were more likely to express little or no

emotional commitment to patient involvement.

The evidence presented also indicated that both

clinical staff and service users tended to believe

that senior NHS managers were only paying �lip
service� to patient participation.

Methodology

Ethics approval was given by the University of

Warwick�s Humanities and Social Studies

Research Ethics Committee, and an advisory

group with representatives from the major

stakeholders as well as parents met twice a year.

This study was conducted in 2006–07. Two

national surveys, using structured question-

naires, were sent to managers of all neonatal

network boards in England to gather some basic

information about the level and types of paren-

tal involvement being developed. The survey

consisted of multiple choice questions with

additional space to add free text comments and

covered topics such as size of network board,

parental representation and method of recruit-

ment. The first survey was conducted in 2006

and the second in 2007, allowing us to capture

developments and changes in parental repre-

sentation over this time period.

In the first survey, 23 questionnaires were sent

out to network managers and 22 returned, giv-

ing a response rate of 96%. In the second survey,

23 surveys were sent out and 20 responses were

received, giving a response rate of 87%.

Case studies were undertaken of four net-

works in North and Central England to gain a

more nuanced understanding of the process and

mechanisms used for involving parents on neo-

natal network boards. The case studies were

selected from the initial survey results to reflect

different approaches to PPI being taken by net-

work boards and made use of a variety of

qualitative methods based on ethnographic

fieldwork combined with formal interviews

(Fig. 1).

• Interviews with the four network managers 

• Non participant-observation of meetings and analysis of minutes of 

neonatal network boards

• Observation and informal interviews with 14 parents across four 

networks while attending various network activities, for example 

parents groups, visiting neonatal units, training events and 

attendance at network meetings and conferences.  

• Documentary analysis of policy and minutes of meetings 

Figure 1 Methods used in case studies.
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The team independently read and coded the-

matically a sample of the qualitative data to

generate an agreed analytical framework for the

data. The bulk of the data coding and analysis

was then undertaken by AG with input from the

other two authors. Emergent themes were

developed iteratively from the data. Cross-case

analysis was also conducted to develop an

analysis of the different modes of participation

in operation within each case study and identify

both common and divergent themes (Fig. 2).

Findings

The findings suggest that parental involvement

in neonatal network boards offers relatively

limited opportunities to influence decision-

making processes or alter agendas. This was

manifested in different activities that were

shared by the network boards with some mech-

anisms allowing for more parity than others.

Levels of parental involvement in neonatal

networks 2006–07

The survey results gave an overview of the state of

parental involvement in neonatal services. The

number of parent representatives per network

board in England varied from none to three in

2006 and fromnone to five in 2007.Nine networks

in 2006 and eight in 2007, i.e. 41% in 2006 and

40% in 2007, reported that they had no parent

representatives on their boards (Table 1).

The explanations for this included difficulties

in recruiting and retaining parents, wishing to

delay parental involvement until difficult deci-

sions regarding the organization of the network

had been made and preferring to engage with

them in other ways.

�There is no appetite for having one parent repre-

sentative on our board, as the concern is that this

will be a difficult environment for a parent to

contribute. The preferred way forward is to hold a

series of focus groups to obtain parent feedback

and we would ask BLISS* to assist in this. The

proposals are currently going through our Board�.
(network manager).

Both the decision to delay involvement until

after difficult decisions have been made or to

restrict participation to the gathering of parental

views via focus groups represents an attempt to

control the boundaries of public involvement

and in particular to exclude parents from direct

participation in decision-making processes.

However, where boards had taken the decision

to involve parents in their work, the survey

results indicated that they had taken different

approaches.

The majority of neonatal boards with parental

involvement reported that they recruited parents

either via staff recommendations or through an

advertisement and interview procedure devel-

oped in conjunction with BLISS. In some cases,

a combination of these methods was used.

However, other methods used by networks

included recruiting via Maternity Services Liai-

son Committees, neonatal unit parents� groups,
advertising through the units across a network,

community road shows, direct invitation, via

community nurses and letters to parents.

The data suggest that the types of parents who

become involved in neonatal networks are rela-

tively homogeneous. They are female (only two

• Levels of parental involvement in neonatal networks

• Participation at board level

• Reimbursement for participation

• Professional attitudes

• Modes of parental involvement

Figure 2 Emergent themes from analysis explored in paper.

Table 1 Parent representation on neonatal network boards

2006–07

Number of

parents on the board

Number of

boards in 2006

Number of

boards in 2007

0 9 8

1 3 2

2 6 7

3 4 2

5 0 1

Total 22 20

*BLISS is the leading national charity in the UK in

neonatal care.
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networks reported involving fathers), predomi-

nately white and tend to be from professional

backgrounds. Epidemiological evidence suggests

that families with a lower socio-economic status

and families from certain ethnic minority groups

are more likely to experience a premature birth

or the difficulties associated with giving birth to

a sick baby.19 However, at present, the parents

involved within neonatal networks do not gen-

erally reflect this. This has the effect of rendering

invisible the views of parents from lower socio-

economic groups and ethnic minorities.

Engagement with a more demographically rep-

resentative group of parents would not auto-

matically lead to the creation of a stronger

public but if involvement initiatives could aim to

involve people who are representative.

The data indicated that for some people

involved in the recruitment of parents, the

interviewing process represented an opportunity

to check that potential recruits �do not have an

axe to grind� (network manager). In others, it

represented a concern not to involve people who

might be actively involved in local public cam-

paigns related to the provision of neonatal ser-

vices. As one board member put it:

�I think it is essential that parents subscribe to the

current ethos in neonatal services, instead of

wanting a level 3 neonatal unit on their door step�
(clinician at network board meeting).

This suggests that the scope and nature of that

participation is closely managed and it appears

to deny participants access to the type of social

networks which might lead to the development

of a form of counterpublic, capable of chal-

lenging the medical and professional domination

of decision making.

Selection by interview and selection by staff

recommendation both represent approaches in

which the board effectively controls which par-

ents are to participate in the work of the network.

However, this is not the only approach.One of the

network case studies facilitated the setting up of

parents� groups in eachof its neonatal units. These
user groups were invited to send a representative

to a network wide parents� group, which in turn

chose two of its members to participate in net-

work board meetings. In this approach, it is the

parents who choose their representatives as

opposed to the board. This approach by itself did

not automatically improve the representative

nature of involvement or create a strong public;

however, it did give parents some control over

who represented their views at board levels and

created a social space where they could develop

their own views independently of those responsi-

ble for running and providing the service.

Participation at board level

Once selected for participation, there were still

hurdles for parents to overcome if they were to

meaningfully participate. Board meetings were

frequently scheduled during office hours. This

may not be the best time for some parents, given

their likely caring commitments and possible

employment commitments. Developing mecha-

nisms that would allow parents to have an input

who cannot attend these meetings may therefore

be essential, but unfortunately, examples are

rare. To deal with this, one board set up a

�partnership group�. This met on a Saturday.

This meeting then fed the views of parents into

the network board meetings.

The structure of network board meetings was

also relevant to whether parents felt that they

were able to contribute. The average network

board had a membership of 20 or more people,

made up of a combination of clinical, manage-

rial staff and commissioners. Where theses

boards had involved parents, they had, on

average, recruited two parents, although it was

not unusual for one or both not to be present.

Both clinical and managerial members of these

boards had social status based on their profes-

sional expertise. Although parents had experi-

ential knowledge based on their use of neonatal

services, it was not always clear that this

knowledge carried equal status within the arena

of board meetings.

Board meetings themselves are often tightly

chaired. Frequently, a report was received in

writing with an oral introduction from the lead

person involved in its production and often
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accepted with minor amendments. This made it

difficult for parents to intervene if they did not

have previous knowledge of the issues. Parents

could experience these meetings as intimidating

and difficult to contribute to, particularly when

they first attended so participatory parity was

difficult if not impossible to achieve.

�I have to admit that I was terrified walking in that

room today. I don�t know why, it wasn�t as if they
were all going to quiz me or anything� (parent on
her first Board meeting).

Furthermore, many neonatal networks are

struggling to provide the best level of care for

neonates within limited budgets (BLISS).20

These issues can also effect participation at

board level. As one parent explained after a

board meeting discussion about maintaining

staffing levels,

�I feel that the meeting has been depressing. I think

the people present are doing the best they can in

difficult circumstances and therefore it�s not easy to
criticise them� (parent representative).

The two parents present at this meeting had

wanted to raise the issue of how professionals

communicate ⁄ interact with parents. However,

they felt that they had been unable to do this

because the people present seemed to be strug-

gling to cope with basic problems such as inad-

equate funding and insufficient staffing.

Compared to this, developing staff communica-

tion skills seemed a low priority.

The danger inherent in these types of involve-

ment structures is that they create nominal

equality of participationwithin structures that are

difficult for lay people to engage within, thus

making the achievement of participatory parity

difficult to achieve. It is partly in response to these

problems that various service user movements

have developed what Fraser14 terms counter-

publics outside of these types of structures.

Parental representation at other levels within the

networks

Representation on network boards is only one

forum within the networks where parents may

contribute. Both surveys asked whether parents

were involved in network subgroups or had

other mechanisms for involving parents

(Table 2).

In the 2006 survey only seven networks

reported that they regularly involved parents in

subgroups, with one additional network report-

ing that parents were involved as and when

needed. In the 2007 survey, 11 networks

reported that they involved parents in the work

of subgroups. Examples of the types of these

subgroups were transport, nursing, clinical

governance and audit, developmental care and

bench marking.

Although the number of parents who were

members of network boards did not significantly

change between 2006 (22 parents) and 2007 (20

parents), these figures seem to indicate that there

has been a significant increase in parental

involvement in network activity outside of the

board meetings. These subgroups are frequently

smaller than board meetings and deal with issues

more directly related to service delivery. They

may therefore provide an environment within

which parents feel that they are more able to

effectively utilize their experiential knowledge of

neonatal services.

The repeated survey also asked whether net-

works have other mechanisms for involving

parents in their work. In the 2006 survey, 13

networks responded positively to this question.

This rose to 15 in the 2007 survey. Interestingly,

the types of engagement reported under this

heading also appear to have changed. In 2006,

examples given in response to this question

included engagement through Maternity Ser-

vices Liaison Committee, e-mail, post, website

and Overview and Scrutiny Committees.

The networks that responded positively to this

question in 2007 gave examples that appeared to

reflect a shift toward more direct forms of

engagement. These included involving parents in

Table 2 Mechanisms for involving parents

2006 2007

Parents involved in subgroups 7 11

Other mechanisms for involving parents 13 15
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the review of neonatal units, focus groups, the

development of unit parent groups, surveys,

parents giving presentations at network events

and regular contact with parents via e-mail,

telephone or meetings.

The role of intermediaries

Within the board meeting itself, the Chair can

play an important role in ensuring that parents

are welcomed to meetings, that jargon is

explained and that they get an opportunity to

contribute.

�We�ve got a large clinical representation on the

board, so if you get sort of lost in the clinical

discussion, then you almost need a translator at the

end of it for the users. So our Chair is very good at

either directing me or the clinical lead to translate

for the User reps and ask for their feedback on it,

and not just them. You�ve also got commissioners

and other people who aren�t necessarily au fait

with all the clinical jargon that spills out of con-

sultants� mouths quite easily, even if they try not

to� (network manager).

However, this sort of intervention, although

important, does not address the concerns of

both professionals and parents regarding

�tokenism�. The evidence gathered from the case

studies suggests that the role played by profes-

sional board members who are prepared to

facilitate the development of parental involve-

ment is central. It appears that often this role, if

it is taken up at all, is taken up by network

managers.

This does not necessarily happen in a pre-

conceived manner. One network manager

recounted that she set out with two basic ideas,

that parents should have a voice at board

meetings and that their involvement should not

be tokenistic.

From these premises, parental involvement

developed organically via a process of consul-

tation with parents. At the beginning of the

study, this network had recruited four parents,

two of whom attended board meetings. One of

these had also been a member of a reviewing

team which visited the units in the network. This

network now has six parents involved in its

work, two of which attend board meetings.

However, parents are also involved in five board

subgroups and have been involved in assessing

the neonatal units in the network. This has

resulted in the parents producing action plans

for the board designed to address the issues that

they have identified.

Another network participating in the study

began from a similar starting point, but devel-

oped an alternative approach. In this case, the

network manager felt that parents� views would
carry more weight if they were �translated� into
the format that other professionals use. This was

done through the setting up of a parent task

group. The group was set up to pursue parental

recommendations derived from visits to the

units in the network. The task group is com-

posed of two parents and �parent champions�
from each unit in the network. The Task

Group�s role is to ensure that the parents� rec-
ommendations are acted on. This approach is

intended to create a more structured and trans-

parent approach to parental involvement. The

lead nurse in the network feels that

�this approach is much less tokenistic than it could

have been� (lead nurse).

The approaches to parental involvement

described earlier are not without their problems.

However, they do represent an important

development beyond simple parental presence at

board meetings. They help to address the issue

of �participatory parity� by creating structures

which lay people may find easier to engage with.

The growth of parents involved in various

activities outside of Board meetings, noted in the

survey, suggests that this type of development is

not unique, but reflects a broader trend, at least

in those networks that have begun extending the

participation of parents.

Reimbursement for participation

Reimbursement was variable across networks.

The 2006 survey indicated that 11 networks paid

travel expenses to parents, and nine reported

that they paid for childcare costs. In 2007, 16

networks reported that they paid travel
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expenses, and 12 reported that they paid child-

care costs. In 2006, three reported that they

would consider paying parents for a specific

contribution to a meeting with one indicating

that this happened routinely. In 2007, five net-

works reported that parents are paid for

attending meetings, but two of these indicated

that it was at the network managers� discretion
(Table 3).

It is unlikely that parents from lower socio-

economic backgrounds will be able to partici-

pate within neonatal networks unless they are

offered adequate reimbursement for the costs

incurred by participation. This is also an issue of

social recognition, reimbursement carries with it

both an economic and symbolic value. From a

sociological perspective, the lack of reimburse-

ment represents a form of what Bourdieu (16)

terms �symbolic violence�, i.e. it represents a tacit

form of discrimination.

Professional attitudes

Although PPI is now a cornerstone of every

aspect of the NHS, it cannot be assumed that

this is accepted by all. Some professionals

remained sceptical of the ability of parents to

contribute to strategic decision making in the

NHS. One clinician remarked:

�Involving parents in high level decision making

can be quite destructive because they don�t have a

handle on all the different angles�.

Even where board members had a positive

attitude to parental involvement, this may not be

shared by staff in neonatal units. If parental

input is confined to one or two people attending

board meetings, it is unlikely to become

embedded in other aspects of the networks�
work. Where parental involvement was

accepted, there were different opinions

concerning the specific roles of parents in neo-

natal networks. These were rarely explicitly

articulated but appeared to shape the approach

taken to parental involvement and led to the

construction of publics of differing strengths.

Modes of parental involvement,
participatory parity and the politics of
recognition

Parents played different roles on network

boards, depending on how differing networks

conceived of and organized parental involve-

ment. Broadly speaking, these roles fell into

three main types, each with differing levels

of participatory parity. These were as sources of

information, consultants or as representatives of

other parents.

These modes of parental involvement were

not mutually exclusive, but the degree of par-

ticipatory parity was the least strong when par-

ents were solely used as sources of information

and strongest when they represented other par-

ents through links with parent groups external

to the boards.

Parents as sources of information

Here, parents are seen as a source of raw data

collected in a number of ways, e.g. via a survey

or via the use of focus groups to be analysed and

the results fed into the networks decision-mak-

ing processes. For example, one network man-

ager described the approach that had been taken

by her board to the unit designation process.

This consisted of an initial �complete option

appraisal process� that involved assessing what

the network currently provides, current work-

loads and finances. This information would then

be used to generate various options. The board

then chooses one of them. Once implemented, it

would be regularly reviewed, with parents being

consulted via parent questionnaires.

This approach was frequently adopted by

networks that were sceptical about the value of

parental membership at board level. It has the

advantage that information from a relatively

large number of people can be obtained. How-

Table 3 Reimbursement for participation

2006 2007

Travel expenses 11 16

Childcare 9 12

Attendance at meetings 1 3
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ever, the type of information produced is

determined by the agenda of the board, rather

than the parents using the service. It also pre-

vents the formation of social networks between

parents and precludes parents from any

involvement in the decision-making process.

Parents as consultants

This approach recognized that parents not only

possessed important information but that their

specific experiences as users of the service meant

that they had the potential to make a contribu-

tion to the decision-making processes of the

network. For example, in one network, the

nursing subgroup was working on developing

service benchmarks. A mother was involved to

give a parental perspective on service quality.

The parent involved reported that she found it

much easier to make an active contribution at

this level compared to board meetings. This was

because the meeting focused much more on

issues of direct care, which she felt she could

comment on, as someone who has used the

service and thought a lot about the needs of

babies and their families. This contrasted with

discussions at board meetings concerning bud-

gets or network structure. These types of meet-

ings were also generally smaller than board

meetings.

The difficulty with the �parents as consul-

tants� approach is that it frequently relied on a

relatively small number of parents and diffi-

culties arose when a parent was unable to

continue participating. It also left parents open

to the accusation that their views were not

representative of the wider parent population

that neonatal networks serve. This kind of

criticism is likely to come to the fore where

parents find their views in conflict with those of

professional board members. It offers a ratio-

nale for members of a board to reject parental

suggestions. For example, parents had pro-

duced a short document describing parental

experiences of a neonatal unit, and one pro-

fessional criticized the document on the

grounds that it was �unrepresentative� of par-

ents� experiences.

In some instances, this form of involvement

can be used to justify a lack of wider consulta-

tion. For example, one network manager felt

that the outcome of a public consultation

involving her network was likely to be a fore-

gone conclusion. However, she pointed out that

parents had been present at board meetings

where the issues had been discussed, so there had

already been some public ⁄user consultation. In

these circumstances, participation can be used to

legitimize existing decision-making structures

and processes.

Parents as representatives

In this approach, the role of parents on network

boards is to represent the views of other parents

who have used neonatal services. This is some-

thing that most network boards see as desirable,

but relatively few have developed mechanisms

that would allow it to develop. The term repre-

sentative is used here to specifically refer to a

form of parental involvement where mechanisms

have been developed, which link parents on

network boards to a wider group of parents who

use neonatal services.

This approach has a number of advantages. It

potentially increases the numbers and diversity

of parents who can contribute to the decision-

making processes either directly or indirectly. It

also has the potential to provide a greater

opportunity for parents to place on the board

agenda issues of importance to them, as they

emerge through their own discussions. Although

this approach is relatively rare, it has been

adopted in a number of networks in various

forms.

One network case study adopted this

approach. It consisted of parents� groups based
in neonatal units sending representatives to a

regional parents� group which in turn sent two

representatives to the network board. The

regional parents� group, as well as linking local

units to the network at a regional level, allowed

the parents to exchange experiences and advice,

provide peer support to one another and

potentially develop their own ideas about how

the running of neonatal services. As such, they
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could provide the basis for forming a decision-

making process capable of interacting with

professional decision-makers on a more equal

footing.

The major difficulty here is that this approach

requires a relatively large commitment in terms

of time and effort from the parents involved.

�Between this (running a local parents� group) and
the network it is taking up a lot of time and effort.

It is hard fitting it round home life, and I don�t
want to spread myself too thinly. I think I need to

stay focused and maybe dedicate a day every

fortnight to doing BLISS ⁄ network stuff then I can

keep on top of it – this is becoming like a full-time

job!� (parent representative).

In particular, it required the successful setting

up and running of local parents� groups to pro-

vide the basis for this approach. The experience

of the networks that have implemented this

model suggests that this is not a straightforward

process, particularly where large geographical

distances are involved.

There are also major difficulties involved in

the running of these groups. This is because the

groups frequently perform two separate but

related functions: being both a support group

for local parents and a parent forum on service

issues.

Managing these two functions is a difficult

task and one that parents may require support

to carry out successfully. The following is a

description of how one such group operates

(Fig. 3).

Despite these potential difficulties, this

approach gives parent representatives at board

level a clearer role and status. It also creates an

important link between the network board and

what is happening in local units. However, there

is still the danger, as Wakefield and Poland21

point out, that this type of structure will only

allow those individuals to directly participate

who have become familiar and comfortable,

perhaps through education, with the cultural

modes of expression required by those organiz-

ing the involvement process. These types of

approaches to building public participation can,

therefore, have the unintended consequence of

concentrating the power of particular groups

into the hands of a few spokespersons whilst at

the same time introducing social distance

between those speaking and those being spoken

for.16

Conclusions

Fraser�s �politics of recognition�14 is predicated

on there being some level of participatory parity.

In the majority of neonatal networks in 2006–07,

parent involvement was being constructed, we

would argue, as a weak public, lacking in general

participatory parity and therefore unable to

challenge the boundaries and discourse of the

boards. The development of involvement in

neonatal boards has been a predominately top–

down process. Parents have rarely been asked

how, when or where they would like to be

involved.

Whilst it is beyond the power of neonatal

networks to remedy broader issues of inequality

among its members, it is possible to deal with

lessening social and economic inequalities by,

for example, addressing the issues of reim-

bursement. It is not only financial recognition

that is at issue here. Both clinical and managerial

members of these boards carry with them sig-

nificant social status based on their respective

domains of professional expertise. It is these

professional members of a board and in partic-

ular the core management team that play a sig-

nificant role in determining both the written and

unwritten agenda of the board. These factors

make it difficult for parents to challenge this

agenda or professional judgements unless the

Parent’s Meeting

The meeting was held in the offices of the local Sure Start. It 
was informal and lasted for approximately one hour. Tea, 
coffee and biscuits were available and there were toys for the 
children. There were three mothers present and four young 
children. The parents used the group as an opportunity to 
socialise and to discuss their experiences as parents and as 
users of neonatal services. Where significant issues were 
raised e.g. a series of complaints regarding one doctor’s 
attitude to parents and breast feeding, or problems regarding  
transfers between units and the distances being travelled by  
parents, the parent representative made notes and said that 
she would raise them at the regional parents’ group.

(Field notes, 28 February 2007)

Figure 3 Summary of parent meeting.
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issue involved directly related to parental expe-

rience of neonatal services.

It is only where parents are members of

boards in a representative capacity that the issue

of parental involvement is related to a need for

wider parental participation. However, the

institutional arrangements designed to ensure

the accountability of representatives to their

external publics (usually organized around a

particular neonatal unit) are largely embryonic

or non-existent. There is also evidence that

action is taken to exclude parents who might be

actively involved in local campaigns that relate

to neonatal services.

It is clear that some networks are making

progress. As described earlier, one of the case

study networks had established parents� groups
based in neonatal units sending representatives

to a regional parents� group which in turn had

representation on the network board. It is also

clear that many of the parents involved in the

work of neonatal networks greatly valued the

opportunity to contribute positively to the

development of a service that had provided them

with medical assistance and support at a time of

extreme crisis in their lives.

There are a number of practical steps that

neonatal networks could take to address some of

the weaknesses we have identified.

Networks should develop a clear idea about

what they want to achieve through involving

parents in their work, which will determine the

type and level of involvement and the nature of

the support and training that staff and parents

may require. Accessing parents as sources of

information, as consultants or as representatives

of other parents places very different require-

ments both on network staff and on parents.

Each network could nominate one person to

act as the network�s parental involvement coor-

dinator. This person would be responsible for

developing the networks approach to parental

involvement in partnership with the network

board and parents. In most cases, this person

will be the network manager.

Training packages could be developed, which

reflect the diversity of approaches to parental

involvement within neonatal networks. This

may involve working with networks beforehand

to design an appropriate training package. Ide-

ally, training should be run jointly for both

parents and network managers.

There is a tendency for parental involvement

to exclude already marginalized groups. If this

tendency is not checked, there is a danger that

the process of parental involvement will

entrench, rather than reduce, health inequalities.

It is, therefore, important that networks develop

models of participation that are as representa-

tive as possible of the population they serve.

All networks who involve parents in their

work could make arrangements to recompense

parents for any expenses incurred as a result of

the involvement process (e.g. travel, parking and

childcare) and make payments that recompense

parents for the time, effort and inconvenience

that involvement requires. This is particularly

important if people from lower socio-economic

groups are not to be disadvantaged by the

involvement process.

However, using Fraser�s framework shows

that the boundaries of public debate and par-

ticipation are dynamic and, in certain instances,

highly contested. These boundaries do not

merely consist of which issues are in or out of

the public sphere, but also which solutions may

be deemed acceptable or unacceptable resolu-

tions to a particular problem. Fraser�s work also

reminds us that although much of the original

impetus for PPI came from the formation of

subaltern counterpublics in the fields of health

and social care, the structures that have emerged

do not reflect this and all too frequently posi-

tively exclude these groups.

Beresford11 has commented on the weaknesses

of analysis which isolate participation from its

political context. We would suggest that Fraser�s
work provides us with a framework for identi-

fying precisely these aspects of involvement.

Despite these strengths, our analysis suggests

that we need to engage with Fraser�s concepts

critically. In particular, her conception of what

constitutes a �public� is very broad lacking clear

definition. The concept of �participatory parity�
is useful, and this paper extends it to reflect the

different modes of participation explored here.
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The elaborated concept of participatory parity

could be used to investigate the type and quality

of any new or existing engagement activity. In

this way, Fraser�s work can be used to generate a

framework for evaluating user participation,

which helps us to analyse what is taking place

within new and existing participation initiatives

and importantly to begin to identify what an

alternative approach might look like.
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