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Abstract

Objective To engage a group of people with relevant lived experi-

ence in the development of a text-messaging intervention to reduce

repetition of self-harm.

Background Contact-based interventions, such as follow-up letters,

postcards and telephone calls, have shown potential to reduce

repetition of self-harm in those who present at Accident and

Emergency departments. Text messaging offers a low-cost alter-

native that has not been tested. We set out to develop a text-based

intervention. The process of intervention development is rarely

reported and little is known about the impact of service user

involvement on intervention design.

Method We held a series of six participatory workshops and invited

service users and clinicians to help us work out how to get the right

message to the right person at the right time, and to simulate and

test prototypes of an intervention.

Results Service users rejected both the idea of a generic, �one size

fits all� approach and that of �audience segmentation�, maintaining

that text messages could be safe and effective only if individualized.

This led us to abandon our original thinking and develop a way of

supporting individuals to author their own self-efficacy messages

and store them in a personal message bank for withdrawal at times

of crisis.

Conclusions This paper highlights both the challenge and the

impact of involving consumers at the development stage. Working

with those with lived experience requires openness, flexibility and a

readiness to abandon or radically revise initial plans, and may have

unexpected consequences for intervention design.
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Introduction

Whilst it is by no means uncontested,1–3 the

value of consumer involvement in healthcare is

widely accepted,4,5 and is central to the UK

Department of Health strategy for modernizing

the English National Health Service (NHS) and

improving the quality of care.6,7 How the rhet-

oric of involvement translates into reality is a

separate question. Much has been written about

the practical benefits and challenges of involving

service users in research,8–12 service planning

and development13–15 and professional educa-

tion.16,17 Less attention has been given to the

impact of consumer involvement in intervention

design,18 although it is reasonable to assume

that the issues may be similar to those encoun-

tered in other areas. On the positive side, these

include the empowerment of service users and

improvement in the quality, relevance and

acceptability of findings.1,11,19,20 On the negative

side, they include the danger of tokenism and

fears about radicalism and representative-

ness,2,14,19,21 together with the challenge of

ensuring that participants receive appropriate

skills training and support and concerns about

resource implications.8,10,22

Within healthcare, the science of intervention

development is still in its infancy.23 Few studies

report the development process, giving the

impression that interventions emerge �out of thin
air� and proceed straight to trial. Lack of clarity

in this area was one of the factors that prompted

the revision of the UK Medical Research

Council�s guidance on development and evalu-

ation of complex interventions.24,25 The new

guidance emphasizes the importance of good

preparatory work, which may include new

primary research such as conducting interviews

with those targeted by the intervention, in order

to develop a thorough understanding of the

likely process of change and to ensure accept-

ability. Lovell and colleagues26 highlighted the

importance of patient-centredness. They sup-

plemented systematic reviews with a consensus

process involving 32 key stakeholders in order to

identify the core components required in a

guided self-help intervention for depression.

Likewise, Hardeman et al.23 incorporated focus

groups and individual consultations with mem-

bers of the target population in the development

of an intervention to promote physical activity

among individuals at risk of Type 2 diabetes,

and Waller et al.27 described a participatory

process used in the development of a support

system for young people with diabetes. Other

authors have discussed user engagement in

relation to medical device development.18,28,29

Involving potential recipients at the design

stage may be particularly important when the

intervention is intended to bring about

behavioural, as opposed to biochemical, change.

However, it is not without difficulties. In this

paper we report on the challenge of working

with a group of people with relevant lived

experience to develop a text-messaging inter-

vention to reduce repetition of self-harm.

Contact-based interventions to reduce repetition

of self-harm

It is estimated that, in England and Wales, at

least 142 000 visits to Accident and Emergency

(A&E) departments each year result from self-

inflicted injury.30 Non-fatal self-harm is one of

the strongest predictors of suicide, and those

who repeatedly present at A&E following

self-harm are at the highest risk.31 Preventing

repetition of self-harm may therefore reduce

long-term suicide risk. The National Suicide

Prevention Strategy for England identified the

management of self-harm in A&E departments

and the provision of appropriate aftercare as key

areas for action,32 and a recent review of patient

attitudes towards clinical services underlined the

importance of aftercare arrangements.33

The benefit of maintaining long-term contact

with those who present at A&E departments has

been demonstrated34 and a number of contact-

based interventions have been developed and

tested, including crisis cards,35–37 letters,38

postcards39,40 and telephone calls.41 These are

based on the hypothesis that maintaining con-

tact with patients once they leave the clinical

setting encourages them to feel that �somebody

cares�. Motto and Bostrum speculate that this

Involving service users in intervention design, C Owens et al.

� 2010 Blackwell Publishing Ltd Health Expectations, 14, pp.285–295

286



sense of connectedness, the so-called �delusion of

fusion�, exerts a strong suicide-preventative

effect.34

Text messaging offers an alternative to letters

and postcards that not only fits well with the

ambition of UK health policy to harness the

power of technologies and new media to

improve patient outcomes,42,43 but is also more

in line with the communication preferences of

vulnerable young people, who may be reluctant

to engage with health professionals.44 Texting

has always been valued by young people, not

only as a means of organizing their social lives

but also as a medium for informal peer-support.

It has been shown to have particular appeal for

socially anxious, disaffiliated and difficult-to-

reach young people, for whom it offers a highly

controllable and unthreatening means of self-

expression.45,46 We speculated that the �always
on�, instant medium of text messaging might

offer an interactive lifeline to those at risk of self-

harm, and set out to explore its potential as a

cost-effective medium for delivery of a low-

intensity intervention to provide psychological

support following an A&E presentation.

Text messaging in healthcare delivery: �push�
and �pull� models

There is growing interest in the use of short

message services (SMS), or text messaging, in

healthcare delivery.47–49 So far, it is the �push�
capability of SMS that has attracted the most

interest.48 �Push� messaging is initiated by the

service provider and is one-way only, delivering

specific messages to selected individuals at pre-

determined times. This has proved ideal for

sending appointment and medication remind-

ers,50–52 communicating test results53 and deliv-

ering condition-specific health education.54

Encouraging results have also been reported for

some behaviour change interventions that rely

on this model.55 For example, Franklin

et al.56,57 developed a text-messaging system for

young people with diabetes (�Sweet Talk�) that

delivered scheduled messages tailored to indi-

viduals� clinical profiles and self-management

goals, together with more generic advice. The

authors comment that, for this classically hard-

to-engage patient group, text messaging offers

an ideal means of delivering support proactively,

�where information is �pushed� to the user rather

than being actively sought.�27

�Pull� messaging, by contrast, is initiated by

the user and may take the form of a request for

information, advice or support, thus opening up

the possibility of two-way communication

between patients and professionals. Atun and

Sittampalam48 report that attempts have been

made to encourage young people to use SMS in

this way to access counsellors and other health

professionals on a range of issues, such as

bulimia, exam anxiety, diabetes, smoking cessa-

tion, and relationship problems. Bauer et al.58

developed and piloted a text-message based

intervention for use in the aftercare of bulimia

patients, but found their semi-automatic two-

way system of personalized messages to be

labour intensive and only moderately acceptable

to the users. Other studies have reported more

promising results.59,60

Methods

Early stakeholder involvement was seen to be

crucial to the success of the project. Our belief

was that inviting potential recipients of the

intervention to play a central role in its devel-

opment would be the best way to ensure that it

was usable, acceptable and likely to achieve

health benefit. As the intervention had to be

clinically viable and affordable, it was also

important to involve clinicians.

We therefore held a series of six participatory

workshops, to which we invited mental health

service users with histories of self-harm, carers

and clinicians working with self-harm. The lay

member of our project team used her extensive

networks to recruit those with relevant lived

experience, who were paid by the hour for

attendance at the workshops. Clinicians were

recruited from our local liaison psychiatry team.

The first workshop lasted a full day and was

designed to introduce people to the project and

enable the various stakeholders to understand

and feel comfortable with one another. Some
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time was spent exploring the meaning and

functions of self-harm and attitudes towards

prevention. We also discussed the acceptability

and relative merits of text messaging, as com-

pared with other communication media such as

letters, postcards and phone calls, as a medium

for post-A&E follow-up. We then turned our

attention to the style and content of messages,

the challenge being to work out how to get the

right message to the right person at the right

time in order to reduce the urge to self-harm.

Right message

At the outset, our plan was to develop either a

single generic message similar to that in Carter

et al.�s postcards study,39 or a set of messages,

possibly targeted at different sub-groups of self-

harmers, in accordance with the notion of

audience segmentation that underpins both

commercial and social marketing.61–63 We

therefore saw the principle task in Workshop 1

as being to generate a catalogue of potential

messages that could be market tested, possibly

with different sub-groups of the target popula-

tion, and rated for likely effectiveness.

To this end, each workshop participant was

given a pad of sticky notes and asked to write

down any �message� that came into their head,

however ridiculous it might seem, that they felt

might help to reduce or quell an urge to self-

harm. Each message was written on a separate

sticky note. Participants then worked in pairs

(one service user or carer with one researcher or

clinician) to identify categories and sort the notes

accordingly. Duplicate messages were removed

and themes were split, merged or renamed until

the whole group was agreed on a small number of

categories into which all the messages fitted.

Right person

This exercise was repeated in relation to the

question �who self-harms?� Participants were

asked to identify characteristics of individuals

who self-harm, again recording each one on a

separate sticky note. These too were analysed

thematically and sorted, with a view to under-

standing the �market� and identifying discrete

segments, i.e. sub-groups, possibly distinguished

by demographics, behaviours, motivations or

patterns of service use, for which different types

of message might be most appropriate.

Right time

Finally, we turned to the question of timing.

Participants with lived experience were invited to

identify individual triggers (situations that pre-

cipitate self-harm) and particular times of day at

which the urge to self-harm is strongest, and

were asked to consider whether different situa-

tions might call for different types of message.

Subsequent workshops

Workshop 2 took the form of a focus group, to

which additional participants with histories of

self-harm were invited for the purposes of vali-

dating and rating the messages generated in

Workshop 1. Using a PowerPoint presentation,

messages were presented in random order, one

message per slide, for 15 sec each, with a break

after each block of 10. Participants were given a

score sheet andwere asked to rate eachmessage as

it appeared on the screen using a 0–10 scale, where

10 represented �Would definitely reduce the urge

to self-harm� and 0 represented �Would definitely

not reduce urge�. Further discussion also took

place on the characterization of key audience

groups, based on the outputs from Workshop 1.

Workshop 3 began with a re-test of a selection

of messages from the previous session, followed

by a free-ranging discussion, during which the

intervention began to take shape in an entirely

unexpected way. This led us back to the litera-

ture to search for a theoretical basis for the

emergent intervention and to enlist an IT con-

sultant to develop the technology to support it.

Workshops 4, 5 and 6 involved simulating,

evaluating and refining the intervention.

Results

A total of eight mental health service users and

one carer participated in the process at different

times. Table 1 shows their characteristics. Three
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liaison psychiatry team members attended one

or more workshops.

From the outset, there was broad support for

a text-messaging intervention of some sort as an

adjunct to clinical treatment. Texting was felt to

have significant advantages over other media. It

was perceived to be more private than letters or

postcards and less intrusive than telephone calls.

Moreover, there was a view that, for vulnerable

or excluded individuals, the sending and receiv-

ing of texts could be a socially validating activ-

ity, giving the appearance of connectedness and

participation in a social network. Reaching

agreement on the content, targeting and timing

of messages was more difficult.

Right message

Workshop 1 generated 122 possible messages,

many of which were highly individual and con-

text-specific. One sticky note carried the message:

�Do you like cheese?� This phrase had immense

sentimentalmeaning for its author, reminding her

of her young son and the strength and intimacy of

their bond. She maintained that, for her, it would

be extremely powerful in combating thoughts of

suicide or life-threatening behaviour. Another,

referring to the performance of two teams in the

English football league, read: �Liverpool 0,

Chelsea 2. Great result. Take care.�
Three broad categories of message emerged:

1. Those that affirmed or validated emotions

(e.g. �It�s ok to feel angry�)
2. Those that prescribed actions, distractions or

cognitive strategies (e.g. �Call Samaritans�;

�Have a warm bath�; �Take it a minute at a

time�)
3. Those that were interrogative or designed

to initiate dialogue (e.g. �Do you want to

talk?�)

There was an overall preference for those that

validated emotions. Those that prescribed spe-

cific behaviours or demanded a cognitive

response were less well received. Concerns were

expressed about the resource implications of

initiating dialogue, about the ethics of raising

expectations of sustained personal contact and

about those messages that required detailed

knowledge of an individual�s lifestyle prefer-

ences.

By the end of the third workshop, the group

was still unable to reach agreement on a set of

messages that might �work� in all circumstances

to reduce the urge to self-harm or enable people

to feel cared for. Whilst each service user could

identify several messages that might reduce their

own risk of self-harming, they were unwilling to

give any assurances that these would be effective

for another person in another situation. There

was considerable concern that receiving the

�wrong� message (either a very bland, impersonal

message or one tailored to someone else�s situ-

ation) might precipitate rather than reduce risk.

One participant commented:

�If I got a text that wasn�t mine when I was in a

crisis it would make me self-harm even more.�

During Workshop 3, the idea emerged of

supporting individuals to author their own

messages.

Table 1 Characteristics of workshop participants

Pseudonym Sex Age

In contact with MH

services at the time*

Length of

time self-harming

No of workshops

attended

Hannah Female 18–25 Yes >5 years 5

Charlotte Female 18–25 Yes >5 years 2

Andy Male 26–35 No >5 years 3

Jo Female 36–49 Yes >5 years 2

Rebecca Female 36–49 No >5 years 6

Dougie Male 36–49 d ⁄ k >5 years 1

Carol Female 50+ No >5 years 4

Alison Female 50+ Yes >5 years 5

*All participants had been users of mental health services in the past.
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Right person

Characteristics of �self-harmers� listed by par-

ticipants in Workshop 1 fell into a number of

categories, all of which offered potential ways of

classifying the target audience:

1. Diagnostic labels (e.g. personality disorders)

2. Demographics (e.g. young, female)

3. Background or vulnerability factors (e.g.

sexually abused)

4. Types of self-harm (e.g. cutting, overdosing)

5. Intended outcome of self-harm (e.g. to die, to

cope, to conform)

6. Service use (e.g. �first-timer�, �regular visitor�)
7. Presentation style (e.g. �quiet and uncommu-

nicative�, �agitated and angry�).

However, we were unable to identify any

distinct segments that had face validity with

service users, could be reliably identified in

clinical practice and could be usefully matched

to different message elements or styles. More-

over, from the outset there was considerable

resistance, both from service users and from

members of the research team, towards the ste-

reotyping of audience sectors on which both

commercial and social marketing models rely. A

decision was therefore taken to abandon the

notion of targeting particular messages at par-

ticular audience segments.

Right time

This exercise struck a chord with service users,

who quickly generated a list of triggers and times

at which the urge to self-harm is strongest. These

included:

1. People (e.g. �Being with my dad�)
2. Places (e.g. �Crowded places�)
3. Times of day (e.g. �Sunday afternoons�)
4. Service barriers (e.g. �Being told to wait till

Monday morning to see someone�)
5. Bureaucracy and system failures (e.g. �Filling

in forms�)
6. Physiological states (e.g. �Pre-menstrual�)
7. Cognitive states (e.g. �Flashbacks�)
8. Emotional states (e.g. �No hope�)

Again, these were highly personal and

underlined the need for messages to be individ-

ualized, not only in terms of content but also in

terms of timing of delivery. The responses sug-

gested that it would be difficult to generalize

about the best times to deliver supportive mes-

sages and that the ideal solution would be to

harness the �pull� capability of text messaging to

allow users to access support instantly, whenever

they find themselves in a stressful or triggering

situation.

Designing the intervention

By the close of Workshop 3, agreement had

been reached among those with lived experience

of self-harm that a text-based intervention

could usefully supplement clinical treatment if

messages could be accurately tailored to indi-

vidual needs and delivered at times of greatest

risk.

A further search of the literature by the

research team, together with experimentation in

the remaining three workshops, resulted in the

development of an intervention that draws on

elements of cognitive-behavioural therapy

(CBT) and involves the use of personal �coping
statements�, delivered using SMS technology.

Coping statements, sometimes known as �posi-
tive self-statements�, are self-authored state-

ments that can be invoked in anxiety-provoking

situations in order to reduce tension, challenge

cognitive distortions, promote self-affirmation

and thus encourage an individual to hold up

under pressure.64,65

Repeated simulations in the workshop setting

resulted in a protocol that could be used to

enable individuals to formulate a set of six to

eight personal coping statements, and showed

that a single structured telephone interview,

conducted by a trained lay person, would be

sufficient to achieve this end. Further tests

indicated that the use of an automated system to

store and deliver the messages would be

acceptable to users. A software programme was

then built that could store each individual�s
statements electronically in a personal message

bank and deliver one or more messages to
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his ⁄her mobile phone on demand. This permits

users to access individualized messages whenever

they are most needed, at minimal cost. The

intervention is known as txt4shs (Text for Self-

Harm Support).

An exploratory trial is currently in progress,

in which we are testing a number of variations of

the intervention in order to observe the effects of

different components, make further refinements

and gather evidence to inform the design of a

full trial.

Discussion

Involving service users in the process of inter-

vention design is challenging and may require

researchers to abandon or radically revise firmly

held ideas. At the outset, based on our initial

review of the self-harm literature, our plan had

been to replicate the study by Carter et al39

using a simple generic text message delivered at

predetermined intervals. Early consultation with

potential end-users suggested that this was

unlikely to engender a feeling of being �cared for�
and could even have a damaging effect on pat-

terns of self-harm or future service use. Another

idea, derived from the marketing literature, of

developing sets of messages targeted at different

sub-groups within the self-harming population

was also firmly rejected by members of that

population. Their involvement in the design

process changed the nature of the intervention

dramatically.

Challenges of involving service users in

intervention design

Although our ambition was to work with them

as equals, workshop participants were not

involved in every aspect of decision making. As

other authors have commented,10,11 the power

balance may shift over the course of a project,

depending on the time and skills demanded by

particular tasks. Separate meetings of the project

team took place alongside the participatory

workshops and some tasks, such as searching the

scientific literature, were undertaken by

researchers alone.

Ram and colleagues18 note that engaging

users in product development is challenging �in
terms of both accessing vulnerable users and

resourcing the process, in the face of commercial

pressures to get products into the market place�.
Other authors have reported that adopting a

participatory approach is likely to slow down

the intervention development process and that

users may become bored or disillusioned along

the way.27

One of the biggest challenges we faced in using

a participatory approach with individuals who

self-harm was that, because of fluctuations in

mental state and personal circumstances, it

proved difficult to keep the same group of par-

ticipants engaged throughout the process. A

highly committed core group of three emerged,

who were joined by different individuals on

other occasions. This meant that we had to keep

restating the aims of the project and re-estab-

lishing consensus at each successive workshop.

Furthermore, the iterative nature of the par-

ticipatory process meant that, although a pre-

liminary programme for the whole workshop

series was drawn up at the outset, plans had to

be revised in response to the findings from each

session. The whole process required flexibility, a

constantly open mind and a willingness to

embrace the unexpected. This way of working

poses funding challenges, since funders typically

expect very highly formulated proposals. Our

findings suggest that involving service users at

the initial design stage, in ways that are not just

tokenistic, requires a high degree of latitude,

which in turn may require funding bodies to

tolerate uncertainty and to place a great deal of

trust in research teams.

The development phase also took longer than

anticipated and resulted in a far more complex

intervention than we had originally envisaged,

which had serious implications for the pilot trial

design.

Benefits of involving service users in intervention

design

On the positive side, user engagement has

the potential to uncover unmet needs and
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preferences and to feed these into the design

process at the earliest possible stage. This

increases the likelihood of developing inter-

ventions that are �safe, usable, clinically effective

and appropriate to cultural context.�18 It can

also give users a real sense of ownership, which

may lead to more successful implementation.27

It is unlikely that the idea of enabling indi-

viduals to author their own self-efficacy mes-

sages and to store them for future retrieval in

times of distress would have occurred to us, had

it not been for the workshops. Yet it accords

perfectly with the self-management agenda

within healthcare generally66 and with the prin-

ciples of recovery within mental health care in

particular.67–70 The recovery model places

emphasis on taking control of one�s own life,

developing personal coping strategies and

actively working to maintain wellness, rather

than simply being the passive recipient of pro-

fessional interventions. The Wellness Recovery

Action Plan that mental health service users are

encouraged to develop uses the same idea of

planning during times of wellness and develop-

ing a toolkit of resources to draw on in times of

crisis, when positive thoughts may be difficult to

access.71

The SMS-assisted self-management approach

suggested by our service users takes account of

the heterogeneity of the clinical population that

is highlighted by Slee et al.72 It overcomes one of

the acknowledged limitations of the study by

Carter et al.,39 namely that the messages might

have benefited from being personalized (personal

correspondence, GL Carter, 2009), and chal-

lenges the prevailing view within the self-harm

literature that contact is more important than

content. Our service users were unable to identify

a single generic message that would engender a

feeling of social connectedness. Nor did they

accept that such a feeling would necessarily

reduce the urge to self-harm. Even more signifi-

cant was their readiness to countenance the use

of an automated system to manage and deliver

messages. Our findings suggest strongly that the

benefits of personalized content outweigh those

of human contact. The involvement of service

users moved our intervention away from the

purely contact-based approaches, based on the

�delusion of fusion�,34 towards the cognitive

restructuring model employed within CBT.64

Finally, the service users� insistence on the

need to be able to access support immediately in

response to escalating risk encouraged us to

move beyond the use of text messaging to �push�
information and advice to a target population at

pre-scheduled times. In response to consumer

demand, we were able to exploit the �pull�
capacity of the medium, whereby individual

users are able to initiate requests for psycho-

Model 1: Generic, pre-scheduled messages,
designed to foster general sense of connectedness

and address underlying vulnerability (e.g. Carter et al
2005, Postcards from the EDge) 

Model 2: Highly personal self-efficacy messages available instantly on demand, either
to reduce general vulnerability or to help forestall or quell urge to self-harm in

response to a specific trigger (e.g. txt4shs) 

Underlying 
vulnerability and/or
chronic stressors 

Acutely stressful or
distressing situation

(‘trigger’) 
+ Urge to self-

harm 
Act of self-harm 

Figure 1 Contrasting models of contact-based intervention to reduce repetition of self-harm.
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logical support, and to develop a system that

allows access to personal self-efficacy messages

and coping tools at the touch of a button,

whenever they are most needed. This creates

more opportunities to interrupt the process of

self-harm (Fig. 1), since messages can be

accessed at different points and used for different

purposes, either to reduce underlying risk or

vulnerability (e.g. by boosting self-esteem or

resistance to chronic stressors) or to offer sup-

port in acutely stressful situations and help to

forestall or fight the urge to self-harm.

Despite both practical and intellectual chal-

lenges, we consider that much has been gained

by involving potential users of the intervention

in the development process. The effectiveness of

the intervention has yet to be demonstrated.
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