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Participation in Decision Making: Disempowerment, Disappointment and

Different Directions

Summary

This paper considers the positioning within British social care research, of young disengaged
people who are ‘invisible’ to formal support services. Using a recently completed research project
as illustration and focussing primarily on mental health and wellbeing, it raises questions
regarding the practical and ethical implications of engaging such young people to actively
participate in research and other decision-making endeavours. We aimed to engage and
empower young people’ (who were not in employment, education or training) by enlisting them
as co-researchers, with youth-friendly technology (mobile phones, video cameras, and MSN
messaging) and involve them in decisions relating to each stage as the research progressed. We
adopted separate roles in the process: Carol provided consultation and project oversight, Joy

worked as the primary researcher with the key support agency and the young researchers.

Throughout the research project we questioned the practical and ethical implications of ‘involving’
the young people as co-researchers. The fact that the young people were paid for each element
of their involvement in the project, the use of ‘inducements’ and the ‘training’ of these young
people to be co-researchers, felt exploitative rather than empowering. However, a small number
of the young people continued with the project and, resisting the suggestions and aspirations of
the researchers, made their own decisions and set their own agendas. In addition, one of the

young men experienced a marked increase in social engagement and improved wellbeing.
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Introduction

In the UK, as part of the 2007 Comprehensive Spending Review, the British Government is
currently assessing progress made to improve outcomes and life chances of children and young
people (HM Treasury & Department for Education & Skills, 2007) and intends to draw on the
increasing body of research that has involved young people themselves. As user-involvement
has continued to develop in health and social research fields in the UK, many more voices have
been heard (Clough et al, 2006; Lowes & Hulatt, 2005; Ross, et al, 2005; Thornton, 2002). Many
of these have been about mental health issues (Trivedi & Wykes, 2002; Carrick et al, 2001;
Faulkner & Thomas, 2002). These voices however, have usually been linked with an agency,
institution or service, or ‘belonged’ to some kind of user-organisation (Leamy & Clough, 2002;
Jones et al, 2004). On the whole, they have not been disparate, invisible, hard-to-reach, mis-fits
or outsiders. Unlike much of the research in health and social care arenas, which is focussed on
already identified and categorised populations (for example school students, clinic patients or

day-centre attendees), this research project attempted to focus on young people who ‘fell outside

such populations.

This paper is based on this small research project which was undertaken in 2004 (commissioned
by one key support agency) in the North East of England, an area which has a history of socio-
economic problems and a predominantly white population. The project involved three young
researchers, aged between 17 and 21 years, who were not in employment, education or training

(referred to as NEET) and were also ‘outside’ and ‘not engaged’ with any formal health projects or
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social programmes. Research with young people presents a number of challenges, especially
when they are already disinclined to engage with formal organisations or official endeavours
(Bennett et al, 2003). However, as qualified social work and health professionals with a broader
set of clinical, practical and research experiences, the authors are in a position to work with and

explore a more challenging range of issues and individuals.

Background Literature

Much of the research in social work and social care around young people and mental health and
wellbeing, address issues of exclusion and marginalisation (Aggleton et al, 2000; Morrison &
L’Heureux, 2002; Department of Health, 2004) and recognises factors associated with low self-
esteem and identity (Swann & Spivey, 2004; Turner et al, 2006). A good deal of the literature
also acknowledges the difficulties in providing appropriate services for young people and
emphasises how time-consuming and emotionally challenging work in this area can be (Oliver &
Storey, 2006; Anderson, 2005; University of Sheffield, 2005) especially with disaffected or socially
excluded groups (McLeod, 2008). Many young people are fearful and often angry in what they
perceive as threatening environments, and a number of studies (Keen, 2004; Gilchrist & Sullivan,
2006) argue that it is important to offer services that are relaxing, safe and non-confrontational.
The literature about work around young people and suicide suggests that it is a complex and
highly unpredictable area (Crowley et al, 2004; Stanley, 2005; Trickey, 2005; Smalley et al, 2005)
and it appears that non-statutory and youth-oriented agencies might be better placed than formal

organisations and services to do this work (National Institute for Mental Health in England, 2006).

The psychological literature addresses many similar themes. The positioning of young people at
the margins of society leads to a propensity for poorer physical health and negative affect that is
quantified by higher indices of depression; stress and anxiety (see Baker, 2003). According to

the literature, salient psychosocial stressors that marginalised young people and their families



struggle with, include relationship breakdowns, teenage pregnancy, family deaths, serious
criminal behaviour, gambling, financial problems and often serious physical iliness. Yet despite
this catalogue of deleterious life events and episodes many older young people from these
marginalised and excluded populations remain ‘hard-to-engage’ client groups (Fortune et al 2007,
p.209). Furthermore, young men with histories of behavioural difficulties and poor attachment
represent one of the most challenging groups to access in order to engage them with any form of
health related intervention or strategy. Circuitously, such patterns of behaviour, detrimental to
their well-being, should serve as a beacon to potential distress and trigger the support of welfare
and social services. However, their historic low engagement with such services has undoubtedly
compounded their ‘invisibility’. One consequence of this (invisibility and exclusion) is an urgency
to involve young people in relation to service provision (addressing space and place) and service
development (meeting needs). One method identified that may be able to achieve this, is through
involving young people from the outset in research about them and about the services provided

for them.

Smith et al (2002) discuss key methodological issues arising from their large-scale study
concerned with addressing the health needs of young people. They engaged young people as
collaborative co-researchers across three sites in the North of England and describe the main
challenges they overcame whilst involving young people in the research process. Overall, the
project was successful and ‘added value’ (p. 204) through the consideration of the way that health
care is experienced and perceived by the young people themselves. The young people also
provided insight into the professional arrogance that they perceived from some individuals within
the health services and clearly such a participatory research role enabled such data to emerge.
By following the process adopted by Smith et al we aimed to engage young service users within a
participatory research framework. Furthermore, by using Hanley et al's (2004) wide-ranging

notion of collaboration (whereby the adult researcher shares ownership of the research acting



both collegially and enabling co-researchers to be influential in the research process) we
endeavoured to focus on the outcomes of such collaborative user involvement rather than the

research process per se.

Research Aims

The aims of the research were threefold. Firstly, in order to fulfil the requirements of the
commissioning agency, we aimed to
e provide a comprehensive understanding of the needs and achievements of young people
categorised as NEET, and
¢ identify any areas for future support service development.
Secondly, the authors wished to avoid alienating young people from vital sources of knowledge
and motivation by giving more recognition to the learning and experience that young people
acquire in the non-institutionalised parts of their lives (Evans et al 2003). In order to achieve this,
the research methodologies were chosen to
¢ actively engage and empower the young people within the research project rather than
view them as passive participants in the process,
¢ enlist the young people as co-researchers, that is, to involve, and actively engage the
young people in the decision-making process relating to each stage as the research
progressed (including the formulation of key research questions, appropriate methods to
use to collect data, actual data collection, data analysis, and dissemination).
Thirdly, by engaging young people in the process of the research, the project aimed to contribute
to improvements in their mental health and wellbeing through increasing self efficacy and

consequent self-esteem.



Ethics

Although there are now many examples of participative research projects (Butler, 2003; Hodge,
2005; Braye & Preston-Shoot, 2005), many tend to overlook complex practicalities and side-step
emotional connections or shifting aspirations and understandings (Trevillion, 2004). However, a
few studies involving young people have addressed these issues. Smith et al (2002) and
McLaughlin (2005) carefully consider the complexities and nuances of a range of issues including
exploitation, trust, respect, commitment and enthusiasm. The researchers were mindful of these
important elements from the start of the project and attempted to address them in the project
design and in the application for ethical approval. McLaughlin also comments on degrees of
participation (2007) and, like us, finds there are varying levels of ‘involvement’ and different

interpretations of what constitutes participation.

Ethical approval was sought from the School of Social Sciences and Law at the University of
Teesside. Potential risks were to be minimised by providing young researchers with ongoing
training, help and support and by assuring and reassuring all participants (young researchers and
those researched) about the voluntary nature of involvement and ease of withdrawal at any stage
in the research process, and about confidentiality and anonymity (choosing whether their name or
identity is included or disguised). In order to adhere to principles of empowerment and respect,
young researchers would all be over 17 years of age and parental involvement and consent

would not be pursued. Ethical clearance was received.

The research project was designed to involve the young people as designers and practitioners of
the research, as co-researchers within the project and not initially as participants. With help and
support from the primary researcher, they received appropriate research training over a period of
six weeks that enabled them to

e identify potential participants



e select relevant methods for data collection (e.g. MSN and SMS messaging)
e design and produce interview schedules
e use these methods to collect data

e contribute to writing the reports and the dissemination of the findings

The expectation that involvement in the research process might contribute to some improvements
in the young people’s health or sense of well-being is an approach which raises the ethical
propriety of researching as a form of intervention — an ongoing dilemma for health professionals.
However, this is one which is becoming more widely endorsed in mental health research (Tew, et
al, 2006) and beginning to be addressed in the context of the service-user involvement agenda

(Glasby, 2007).

Methodology

The authors adopted separate roles in the research process: Carol (with expertise in research
ethics) provided consultation and project oversight, Joy (with professional practice experience
with young people) worked as the primary researcher with the key support agency and the young
researchers. Initially it was agreed that the key support agency (which was also the
commissioner of the research), with co-operation from partner agencies, would identify any young
people who might be interested in being young researchers, and their names and contact details
be provided. It was intended that these young people should be part of the project from the
beginning, if interested and willing, to make decisions about research methods and processes, as
well as its focus and content. It was also agreed that, whilst this information was being gathered,
exploratory and explanatory informal conversations with agency workers and young people would
be undertaken and recorded by the primary researcher and that this would become part of the

study data.



The names (and addresses and telephone numbers) of six young people were provided and
arrangements were made for them to meet the primary researcher. They included three young

women and three young men, all white and aged between 17 and 21 years.

Meeting the young people was relatively straightforward. Securing and maintaining their
involvement was less easy. In order to ensure that the young researchers remained central to
the project an empowerment model (Tones, 1994) was used. This model ensures that key
stakeholders (in this scenario the young researchers) possess a relatively high degree of power.
Furthermore, individual empowerment aims to promote and develop key psychological
characteristics that include personal control, self-esteem and a realistic self-concept. To this end,
the primary researcher offered written and verbal information about herself at the introductory
meetings, demonstrating her willingness to share personal as well as professional information
and respecting young people’s curiosity and scrutiny as valid. The primary researcher also
allowed the young people to define and establish group customs in this respect, matching their
minimal inquisitiveness by asking them only about their town and local neighbourhoods (and not
about themselves or their circumstances). The young people were made aware of the drawbacks
as well as benefits from involvement in the research project and, in order to emphasise the areas
of influence and elements of control they could maintain, the primary researcher outlined four key
points:

¢ Theirinvolvement in the project as a researcher was voluntary

e The duration, intensity and level of their involvement was entirely up to them

e Each element of their involvement would be paid for (in £5 vouchers of their choosing)

e None of their decisions (about involvement or withdrawal) needed any justification,

explanation or excuse

These were adhered to and reiterated throughout the project.



Communication between the primary researcher and the young researchers was mostly face-to-
face in meetings and research sessions, though letters, texts and telephones were also used.
The young people engaged in the preliminary stages of the research project with differing levels
of intensity. All three young men joined in research sessions, contributed different ideas and
expressed various interests. None of the young women engaged with the research project
beyond introductory meetings. The young women gave clear reasons for non-involvement
including embarrassment (about their involvement with the commissioning agency), reluctance to
‘bump into’ non-desirable people and the initial acquiescence (to maintain workers’ approval) was
no longer felt necessary. Itis not clear why the young men agreed to be involved (though
‘nothing better to do’ was alluded to on a number of occasions), nor was there any explanation for

only six (out of potentially 100) young people’s names being put forward.

Digital cameras were provided as it was intended that these might not only facilitate the young
men’s engagement, but also assist in the collection of data. Perhaps inspired by the cameras
provided at the first planning meetings, the young men revealed many innovative ideas,
suggestions and plans about research methods and vehicles, including using text messaging and
MSN messenger. Each of the young men favoured a different approach. Again, in order to
uphold an empowerment perspective, the researcher adopted four response strategies:
e Recognition and endorsement of ideas and suggestions
e Acknowledgement of their expertise as young, local people in contrast to the primary
researcher’s lack of expertise as an older, non-local person
¢ Enthusiasm and encouragement
e Their ongoing agreement to Joy’s recording (and potentially using) the discussions in
dissemination
The planning meetings also provided opportunities to hear (and begin to accommodate) the

young men’s varying interests, diary commitments and practical preferences.
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Despite the adoption of an action-empowerment approach to engaging young people as
researchers, the young men did not collect any data from any other young person. The authors’
aspirations about using cameras, computers and mobile phones were not met. Detailed
discussions took place about texting, managing mobile phone credits, choosing between
providers, storing and e-mailing messages and sharing SIM cards. Yet no texts were available
for use in the research. There were similar discussions about computers and MSN chatrooms,
and about technicalities and practicalities of conducting interviews on film, but again, no results
were made available. There was also some discussion and considerable effort invested in a
questionnaire and interview schedule, which was produced, but no results were forthcoming,
either via SMS texting, MSN messages or face-to-face interviews. Furthermore, the digital video
and still cameras were borrowed and used, but the young researchers did not produce any
tangible results in this way. Questions as to why the young researchers did not produce any
tangible results were not asked because this would have been diametrically opposed to the
empowerment model adopted, remembering statements made to the young researchers at the
outset of the project assuring them that their involvement or withdrawal did not require

justification, explanation or excuse.

Because of this, the data that was generated (and comprise the findings in this paper) were
derived from conversations with and between the young researchers, as well as from
conversations with staff at the commissioning agency and in partner agencies. The detailed
preparations for and discussions around using the equipment raised a number of interesting
issues, and again, these conversations became the data for the study rather than the intended

and expected rich descriptions derived from and by the young researchers.
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Data Analysis

The lack of tangible results from the young researchers meant that the research notes collected
from the exploratory and explanatory informal conversations ‘became’ the data. These notes
were made by the primary researcher during and after the meetings and training sessions
between herself and the three young researchers, and also during and after discussions with
members of staff at the commissioning and partner agencies. These data were transcribed by the
primary researcher and then analysed using thematic content analysis by both authors
independently of each other. By this stage of the project, two more young people had withdrawn
and only one young man was willing to continue his involvement. Burnard's (1991) 14 stages of
analysis were followed to aid the description and interpretation of the data. In thematic content
analysis the transcriptions are categorized using themes or codes, that is chunks of text are taken
and labelled under certain categories, which enables later retrieval and analysis (Joffe & Yardley,
2004). The aim of analysis was to produce a detailed and systematic recording of the themes
and issues that emerged from the interviews. The one remaining young researcher shared his

views and reflections on progress throughout this period of analysis.

Following Burnard's (1991) recommendations analysis began with notes that were made, which
detailed initial ideas and thoughts relating to the discussions. Once the discussions and notes
were transcribed they were read through and initial codes were noted on the transcriptions. The
transcriptions were then read again which Burnard (1991) suggests leads to 'immersion' in the
data. Notes were then made more specifically regarding themes that emerged from the
transcriptions on both the manifest and latent content of the transcriptions. The transcripts were
then coded into themes and sub-themes and sections were collated under headings and sub-
headings into a coding frame. The coding frame introduced a systematic element to analysis and
facilitated analysis of the combination of frequency of codes with their meaning in context, to add

depth to analysis (Joffe & Yardley, 2004). Each theme was exclusive, with text only attributable
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to one theme. Following this first stage of analysis, both the authors then compared the themes
they had extracted, and commonalities between these themes were discussed. Once agreement
had been reached in relation to the emergent themes further consideration was given to the data
by the remaining young researcher. Specifically, this led to comparisons between individual
comments and discussion of any commonalities or differences among the young researchers.

The emergent themes were People, Places and Money.

Discussion of Results

The young researchers talked knowledgeably about money. They appeared to know about
different benefits and grants and about different rates of supplements and deductions. They
could demonstrate a sophisticated appreciation of the pros and cons of working for different
companies and possessed a repertoire of opinions about benefit payments and claiming
methods. They also seemed to keep abreast of up-to-date detailed information, for example as to
minimum wage rates for 18 — 21 year olds (which they thought were unjust). On the whole,
Government schemes were felt to be particularly exploitative, especially some of the ‘modern

apprenticeships’ which paid minimum rates.

A great deal of the young researchers’ conversations with each other was about whom they
knew, whether the others also knew them and what was thought about them. These exchanges
revealed a number of facts about networks and knowledge and also raised important issues. The
young researchers, although not living in the same areas, knew (or knew of) each other and
seemed to know (or know of) many of each other’s friends and acquaintances. Their discussions
focussed on whom they knew and how they ‘rated’ them in terms of being ‘alright’ or ‘not alright’,
but did not discuss personal details and did not consider the quality of relationships or
connections. Occasionally they would relate stories about individual’s exploits or describe
incidents they had seen or being part of. On the whole, the people they talked about were a lot

like themselves, young men from the town, but they also spoke about those who were deemed to
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be unlike themselves. One of these ‘groups’ were known as ‘muck tans’, referring to people who
were dirty and, by association, poor. It was not clear whether this term had any ethnic or racist

connotations, but on the whole these people were to be shunned and laughed at.

The easy identification of other people as inferior or subordinate could be described as ‘identity-
protecting’ behaviour (Brown, 2000). According to Brown, such maintenance strategies are
particularly relevant to ‘low-status’ groups who use a variety of ways of reinterpreting significant
social signs and identifications, and collectively asserting superiority. The young researchers also
identified individuals and groups of young people whom they classified as ‘troublesome ones’,
who generally were not included in projects or schemes. These young people may visit agencies
or be put forward for events or appointments, but usually didn’t attend. Much of their behaviour
was referred to as ‘chewing on’ (messing about and annoying) and occasionally this was
associated with alcohol. All three young researchers talked about drinking alcohol, about gangs
of youths on the streets scaring old people, and admitted that they scared them too (especially if
in a big crowd). However, they were able to distance themselves from these behaviours to some
extent, ‘we’re not young and daft now, it’s kids want to drink’. The young researchers therefore
demonstrated a number of maintenance strategies to establish identity and preserve self-esteem.
They confirmed they were less dirty and less poor than others, they were also less troublesome

and more mature.

The young researchers also talked about places where they might go to drink, but did not discuss
any other leisure activities or venues. The researcher asked about other places, for example
sports centres, but the young researchers said young people they knew did not use them. Al
three young researchers talked about places they had worked and where their friends had
worked. They discussed various retail outlets, factories and call centres and considered the

merits (or otherwise) of different shift patterns and working arrangements. One of the young
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researchers worked on a voluntary basis in an Internet café and talked about its friendly and easy
atmosphere. This was in contrast to some of the other work places that were discussed. Bullying
occurred on training schemes as well as at school, and boredom was another feature of their
experiences. Two of the young researchers had worked at a local call centre and one of them
had found that boredom was a major feature in his reason for leaving after only three weeks.

The other, who worked there longer, didn'’t like his colleagues. He found the supervisors were
quite sarcastic and cruel and many of the men were gay — which he didn’t like. This young

researcher said he left because of the low pay.

Overall, although the three themes were not what the authors’ had expected, they closely link to
issues around mental health and wellbeing. They seemed to indicate that young people were
greatly skilled at the business of surviving in their NEET (not in education, employment or
training) world. By adjusting and re-calculating financial information, balancing expectations with
limited realities, focussing on short-term and day-to-day plans, appraising possibilities, networking
and knowing communities and key individuals and avoiding difficult or dangerous situations, they
managed to assert their identities and maintain self-esteem. By embracing the NEET identity,
they were protecting themselves from disappointment and defending their self-esteem. Without
aspiring too far, and by keeping some connection to services and agencies, however peripherally,

they could also maintain their knowledge base, remain reasonably secure and stay mentally well.

Whilst the findings provide insight into the world of the young person who is NEET, the research
aims of the project were only partly met. That is, we were able to gain a greater understanding of
the needs and achievements of young people categorised as NEET but were unable to identify
areas for future support service development that was directly derived from the young people
themselves. We were able to actively engage young people in the research project as co-

researchers and involve them in the decision-making process relating to each stage of the project
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even though they did not meet our expectations in relation to the espoused data collection
methods. In so doing our aim of empowerment of the young people was met, whereas observed
improvements in metal health were only seen for the one young man who stayed longest in the

project.

Discussion of research process

Analysis of the methodological process is less conclusive. The absence of research ‘data’, in the
traditional sense, was a major feature of this research project and most probably links to our
ambivalence (as social work and health professionals and researchers) about relationships with
young people. On the one hand we are encouraged by government policies, and often by the
moral high ground, to regard young people as social actors who are to be consulted, included and
empowered wherever possible; we are even more earnestly encouraged when the young people
are excluded and marginalized in society. On the other hand, through our own practice
experience and knowledge of the research evidence, we are all too aware of the quite
understandable suspicion and reluctance of such young people to engage with us, and the
subsequent difficulties of sustaining that engagement. We wanted to include and empower them
but also wanted to acknowledge and respect their reluctance and recalcitrance. We therefore
continue to question the practical and ethical implications of recruiting such young people to
actively participate in research and other decision-making endeavours. As such, whilst the
methodological approach taken in this study seems to fit with the wider literature (see Smith et al
2002), it would appear that with particularly hard-to-reach groups of young people (i.e. for those
who are by definition NEET) the costs and benefits of engaging collaboratively in the research
process may undermine the intended aims of the proposed research (McLaughlin, 2006).
However, we have attempted to report on the actual data and outcomes of the study rather than

focus on the intrinsic benefits of participation to our co-researchers (see Carr, 2004) as an
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attempt to move away from merely reporting on the research process. To this end, the
methodological approach adopted served its purpose, insofar as the young co-researchers were

‘empowered’ or, at least were not ‘dis-empowered’, from following their own agenda.

On a practical level, the young people made their own decisions; they decided (on the whole) not
to participate, and those that did participate decided not to use the equipment or methods
provided. Itis unlikely however, that these decisions were made from a basis of power — as they
had no part in the initial commissioning decisions about direction, appointment or funding of the

research project.

The ethical implications similarly relate to issues of power. Although our aims had been to
employ an ‘action-empowerment’ approach in order that we might actively engage and empower
young people, this was not achieved. Young women were not engaged. The young men who
were, were already empowered by their social position, personal and group identity and it is
doubtful whether involvement in the research project had any part in empowering them further.
Indeed, it sometimes felt exploitative rather than empowering. In contrast, we (like other
researchers and authors) continue to reap benefits; this and other publications contribute to our
employment and professional prospects and enhance our academic reputations (Dominelli,

2005).

Conclusion

In recent years, health and social care research has engaged with issues of exclusion and
empowerment, (e.g. see Hodge, 2005; Ramon, 2003) alongside a growing interest in research
with hard-to-reach groups and particularly with young people (Dominelli, 2005; McLaughlin,
2005). This research project builds upon this work, focusing upon young people who are NEET

and illustrates how ambivalence and power impact upon the research process and outputs.
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Although results were limited, the relevance of these to the young people’s lives became evident.
Particularly, the marked observed increase in social engagement and improved wellbeing for one
of the young men, evidenced by changes to his demeanour and through his apparent increasing
confidence in social situations. Indeed, some months after the completion of the project, this
young man secured permanent employment and played a major part in dissemination of the
research (Trotter & Longwill, 2005). As such, professionals may wish to continue to work and
research in this way because of the ‘bi-product’ of improvements to mental health and wellbeing
for this at-risk group. As a research methodology, participative and action-empowerment
approaches are not ‘gold standard’ but as a practice approach they have four key benefits and
need to be developed further. That is, that they can be done with both individuals and groups;
they generate person-specific information; they are service-user / expert-patient focussed (and
therefore match current UK policy trends); and they can improve people’s health and may make

them feel better.

Collectively therefore, although these four key benefits may not go far in terms of empowerment,
they may well reduce professionals’ and service-users’ disappointments about service provision
by improving decision making and strengthening participative relationships. They may also
encourage research designers and commissioners to extend their ideas and aspirations. As we
found in this project, despite ethical and practical hurdles and doubts, it is possible to explore less
tangible subjects and to work with ‘invisible’, harder-to-reach populations. In a small measure,
our disappointments were temporary and disempowerments transitory. Furthermore, the
unplanned and unexpected directions that the research took proved, for one of the young men at

least, to be empowering and beneficial.
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