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Hard-to-Reach or Out-of-Reach?
Reasons Why Women Refuse to
Take Part in Early Interventions

The aim of this study was to explore the reasons why vulnerable

women refuse to take part in early interventions. In-depth interviews

were conducted with 19 women who refused to take part in an

evaluation of an intensive home visiting programme. A number of

themes were identified including perceptions about vulnerability,

misperceptions about the service, misgivings about the service, and

lack of trust. It is concluded that women who refuse to take part in

early interventions are a diverse group, and that service providers

need to take this diversity into account, if they are to improve uptake

of services by vulnerable women. Service providers may also need to

consider new ways of providing services. Copyright # 2004

John Wiley & Sons, Ltd.

Introduction

The Mental Health Foundation’s inquiry into the mental health
of children and young people reported that one of the most
consistent messages to emerge from research was the necessity
of early intervention for children at risk of developing mental
health problems (Mental Health Foundation, 1999). There is
also evidence to show that well-designed early interventions
can be effective for many families. For example, a number of
comprehensive early intervention projects have demonstrated
short and long-term benefits on a range of educational,
emotional and behavioural outcomes (Johnson and others,
2000; Conduct Problems Prevention Research Group, 1999;
Olds and others, 1986; Schweinhart and Weikart, 1988;
Kazdin, 1990).

Despite the need for and effectiveness of early intervention
programmes, however, there is frequently low uptake on the
part of many families to whom such programmes are offered.
Refusers can, therefore, represent a substantial proportion of
the population who have been targeted for early intervention.
The consequences of failure to engage families in early
intervention programmes are significant, given that refusers
are very often those with the greatest need (Fonagy, 1996).
While one study showed that women who refused to take part
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in a preventive intervention reported more confidence, more support, less depression
and higher functional status (Ireys and others, 2001), there is also evidence to show
that women who exclude themselves from support interventions may be younger,
less well-educated, less likely to attend midwifery, general practice and routine
health visitor appointments, and more likely to book in late and to attend accident
and emergency departments (Murray and others, 2003). Women who fail to take part
in early intervention programmes may also have poorer outcomes as regards both
their own and their children’s well-being. For example, the above study showed
compromised health outcomes as regards gestation, birthweight, and breastfeeding
(Murray and others, 2003).

While there is currently information available concerning the demographic and personal
characteristics of women who refuse to take part in evaluations of early interventions,
there are few, if any, UK studies addressing their reasons for not taking part, and an
examination of the barriers to the take up of such services has been called for (Murray and
others, 2003). The aim of this research was therefore to establish the reasons why a group
of vulnerable women did not wish to take part in an evaluation of an intensive home
visiting service that was aimed specifically at this group of women. The focus of the
interviews was to listen to the concerns of eligible women and to explore their perceptions
concerning the new service and the research in order to clarify why they did not wish to
participate. A full report including details concerning the reasons that women did not
wish to participate in the randomised controlled trial is available elsewhere (Kirkpatrick
and others, 2003).

Methods

The study involved women who had been screened as being eligible, but who
subsequently refused to take part in a randomised controlled trial of an intensive home
visiting service. The home visiting service has been established in 38 general practices in
two counties in the UK. Forty health visitors have been trained to deliver the service to
pregnant women who are experiencing significant environmental and psychological
difficulties with a view to improving maternal and infant mental health and reducing the
risk of poor parenting postnatally. The intervention involves working in partnership with
parents (Davis and others, 2002), and home visitors aim to establish a relationship with the
parent based on trust, empathy and respect (Barlow and others, 2003). The intervention
also aims to enhance the relationship between mother and baby, and the home visitors
have been trained in the use of four methods of improving mother-infant interaction—
infant massage; baby dance; songs and music; and elements of the Brazelton technique.
Consenting women are randomly allocated using a random numbers table to the intensive
home visiting service or a standard treatment control group. Women who are allocated
to receive the intervention are visited weekly by a home visitor beginning when they are
six-months pregnant and ending one-year postnatally. Permission to conduct the study
was obtained from Oxford Psychiatric Research Ethics Committee. It should be noted that
that this service was not available to women who did not agree to take part in the study.
This was felt to be ethically acceptable because i) the service would not have been available
to anyone had it not been funded as part of an evaluation; and ii) there was no evidence
available to show that the service would in any way benefit participants over and above
existing services.
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A two-stage screening process was used to identify eligible women. Community
midwives attached to each of the 38 participating general practices completed a screening
checklist for every woman they booked in based on the following criteria: less than 17 years
of age, serious housing problems or no accommodation, serious financial difficulties,
isolation with no support network, history of psychiatric illness, learning problems,
serious drink or drug problems either currently or in the past, serious parenting
difficulties e.g. child on the child protection register, domestic violence, or involvement
with a social worker. These criteria were taken from a range of existing validated
measures, none of which were suitable for use in the current study. The screening checklist
was used by each midwife as a guide to decide whether newly pregnant women were
eligible to take part in the study.

Following screening, consenting women were visited by a researcher who provided
detailed information about the study and the randomisation process. Women who refused
to take part in the study following a second researcher visit (two weeks after the first visit)
were later sent a letter inviting them to talk to a researcher about the reasons for their
decision not to take part in the study. Women were offered a £20 gift voucher to encourage
participation. While many ethics committees do not regard such an offer as acceptable, it
was agreed that on this occasion, the benefits (that is, potential to increase acceptability of
services) outweighed the risks (that is, women would participate solely because of the
offer of a gift voucher and that the burden of research would fall on disadvantaged,
deprived families). A full description of the methods is available elsewhere (Kirkpatrick
and others, 2003).

Of the 41 women who were invited to take part in an interview, 11 could not be contacted,
four were not willing to participate, and a further seven did not wish to take part in an
interview but agreed to complete a questionnaire. A total of 19 women were interviewed.

Consent to be interviewed was obtained prior to the commencement of the interview, and
agreement was sought to tape record the session. Six interviews were not tape-recorded:
four, because the women expressed concerns about the process, and two because of
recorder malfunction. In all cases notes were taken during the interview, and these were
subsequently written up as field-notes.

The interview data were analysed thematically using the software package Nudist 5 QSR.

Findings

Demographic data were obtained from a total of 25 women. Of these, 19 women took part
in an interview. Six women refused to take part in an interview and completed a
questionnaire only.

The women ranged in age from 16 to 40 with the highest proportion (44 per cent) in the 16–
20 age group. Half of the women interviewed were living with a partner at the time of the
interview, a fifth were living alone, and a further third were living in other circumstances,
most commonly in the parental home. Over a third of the women interviewed had no
educational qualifications, half had obtained GSCE or vocational qualifications, and three
women had obtained degrees.
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The themes that emerged from the data focused on i) reasons for not wanting to receive the
service and ii) not wanting to take part in a randomised controlled trial. The former have
been presented below. While in reality women may not have participated for both sets of
reasons, the data depicting their concerns about the service may nevertheless be useful in
highlighting some of the reasons why women refuse services of this nature. All names
presented are pseudonyms.

Perceptions about vulnerability

One of the reasons that women did not accept the offer of services is that their perceptions
concerning their level of vulnerability and their need for support were discrepant with the
perceptions of the professionals who referred them to the service. A number of women
refused to participate because they did not feel that they needed the kind of service being
offered. Some women did not consider that the problems which they had been
experiencing at the time of referral were unusual and did not therefore define themselves
as being in particular need of support. Some answered ‘no’ to a question asking them if
they remembered anything difficult or unusual happening in their lives at the time of
referral, and it was not until the researcher probed further that they began to think about
possible reasons for their referral.

Differences in professional and lay perceptions concerning vulnerability and need may
also have underpinned the fact that some of the women were unclear about why they had
been invited to take part in the home visiting study. Some women were confused despite
having been given a brief information sheet at the time of referral, and a more detailed
information sheet in addition to oral information at the first research visit. This is
demonstrated by the following quotation from Rebecca:

I was on my own with the children and the father of the younger two had made it clear he wasn’t
interested in seeing the children or anything and was actually saying he wasn’t their Dad, so we were
having huge debates with the CSA–just everything happened when I was pregnant, so it was a really
difficult time, and I’d been prone to depression in the past.

I was wondering, do you know why you were invited to take part in this study?

No.

(Rebecca)

Engaging vulnerable young women

For a number of the younger women it was clear that the process of referral and
subsequent information that had been given to them by the research team had failed to
engage them. Some had difficulty in remembering anything that they had been told about
the study at the time of referral, and some indicated that they were either not interested, or
not able to understand the information that they were given.

Tiffany was a young woman of 19, living at home with her parents. She had been reluctant
to agree to be interviewed, but was swayed by the offer of a gift token. In the event she was
very reluctant to talk, and gave the impression that she had no interest in the study or the
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new service. She had little idea about the role of health visitors, and indeed had had little
contact with the health visitor since the birth of her baby.

Did you have any particular feelings about being asked to take part in a research study?

No, I just wasn’t interested in it.

How about the written sheet that you were given, did you find that helpful at all?

I didn’t read it, I just wasn’t interested in any of it.

Had you decided that you weren’t interested before the researchers came to visit you?

Yeah I had really, but they just came and told me stuff, but I didn’t really take it in . . . I just didn’t think
about it that much, I didn’t really listen to what they told me because I wasn’t interested in it.

(Tiffany)

Many of these young women had only just left school or were still in education, and
during the interviews displayed a low level of maturity and lack of ability, or willingness
to relate to older adults.

Feeling too burdened

At the time of referral a number of women were feeling too burdened to be able to think
about the possible benefits of a new service. Kim, a 34 year old woman of two (now three)
children indicated that at the time of referral she was pre-occupied with worries about the
pregnancy, depression, and her three year old son’s behavioural problems. Kim was asked
whether she felt she had enough information about the study to enable her to make an
informed decision about taking part. Her response indicated that at the time of referral she
was not in a position to acknowledge or address her need for support.

I think the majority of it was how I was feeling at the time, where, like, now, I feel that I’m sort of
like, ready to talk and what have you—whereas before I was just so worn out, so stressed out sort of
like, with (3 yr old son), em, I think it was more me, than about not having enough information
about it . . .

(Kim)

A number of women interviewed, seemed unable to conceptualise the service as a
source of potential support through current difficult experiences. They perceived it
instead, as an added burden. Samantha had miscarried a previous pregnancy at seven
months, and was referred to the study because of her extreme anxiety and previous
depression. At the time of referral she was awaiting the results of a scan and felt
overwhelmed with worry about the pregnancy itself, and unable to cope with thinking
about anything else.

Yeah, if you had come a bit later on, when I knew, like I’d had the first scan and everything and I knew
everything would have been alright then I expect I’d have been okay. But it was just the fact that at that
point my head was more worried about what was going on than anything else.

(Samantha)
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Misperceptions about the service

Despite the extensive information provided, a number of women refused to parti-
cipate because of misperceptions about the service. Tiffany indicated that her choice
not to take part was due to her (mis)perception that the service was targeted at teenage
mothers.

I thought that I’d be put in a room with other teenage mums and it would be like someone telling us what
to do and that. I don’t like that kind of thing. I’m quite happy just doing my own thing. I don’t want to be
lumped together with other people like that.

(Tiffany)

A number of women had difficulties in visualising what ‘support’ would actually mean in
practice. Vanessa summed this up as follows:

‘I think in my head I thought it was going to be a weekly visit of somebody asking me a load of questions,
not actually giving me support.’ (Vanessa)

Misgivings about the service

In addition to misperceptions about the service, a number of women also had misgivings
about it. Sandra, an educated, 34 year old woman with three (now four) children, had a
very clear idea about the kind of support she needed and was critical about what the home
visiting service had to offer:

I wasn’t really sure what ‘support’ meant, because all I really needed was a hand, physically, with
stuff . . . I asked whether some of the support would be practical, like, would I be allowed to go and have a
nap, or would I be allowed to have a sit down, and they explained . . . . (the interviewer) said it would be
someone talking to you—and I needed that like a hole in the head!

(Sandra)

Time issues were a recurring theme in these interviews. A large proportion of the
women interviewed indicated that they had been deterred from taking part in the study
because they did not wish to be visited on a weekly basis. There were varying reasons
for this. Women who already had several children felt pressured by their existing
commitments and were wary about finding the time for a regular weekly commitment.
Aditi had three children, one of whom had Down’s syndrome, in addition to her fourth
pregnancy, and did not feel able to commit time to weekly meetings with a health
visitor:

Well, I’m really busy. I have a lot of appointments to go to with my daughter, and I have two other
children, and now the baby . . . . . . . . . . . . . . . . . . . . . . . . . and my daughter takes up a lot of my time
because she has Down’s Syndrome, stuff like that. She has a tube for feeding, and things take a lot of
time. I’m always busy. So I didn’t think a weekly visit was going to be good for me . . . . . . . . . . . . . and I
have somebody visiting me already, I have a community nurse who comes once a week. So I have to fit
that in already.

(Aditi)
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As well as citing difficulties in fitting in a weekly visit, a number of women said that they
felt that the duration of the intervention (18 months) was too long:

But I just remember that the reason that I didn’t want to take part in the end was that it would involve a
weekly visit, and my life is so hectic that I couldn’t commit, because it was a weekly visit for a whole year
wasn’t it? And I just couldn’t commit to it.

(Vanessa)

Lack of trust

Some of the women interviewed stated that they were reluctant to obtain emotional
support from a professional such as a health visitor. Kathy (not tape-recorded) said that
she preferred to discuss any problems she had with friends or family, and that she did not
think a health visitor would be somebody with whom she would feel comfortable enough
to divulge personal information.

While some teenagers referred to parents as existing sources of support there was
evidence in a number of cases to suggest that this support was viewed as being
authoritarian, and that this perspective had then shaped their expectations about other
sources of ‘support’. ‘I mean, I’ve got my mum here and she tells me what to do and that, so I
don’t know what a health visitor would do each week.’ (Tiffany)

Sandra had particularly strong views about the home visiting service, and she expressed a
number of reasons for having declined to take part in the study. It was clear from her
interview that having had four children she had already encountered a number of
different health visitors over the years, and she talked at length about the importance of
trust:

. . . . . . . . . . . . . . . . . . . and unless you’ve got trust there it’s a very difficult relationship to have because
they’re coming into your home, invading your space etc . . . . . . .

(Sandra)

Sandra felt particularly strongly that in general health visitors were only able to ‘scratch
the surface’ and that their intervention was misplaced. The idea of having an hour’s
protected time with a health visitor that aimed to provide a ‘space’ for the woman to work
on issues of concern was therefore met with some scepticism:

Well if I’m there trying to look after three children already do I really need to be under some silly
therapy session that I can’t really be sure of in the middle of all that? With nobody helping with
my children? And I already feel very vulnerable, and I’m being asked questions that really are quite
irresponsible to ask. Health visitors come into your home and they say ‘how are you?’. Within half
an hour they will have left your house, and you don’t know when you’ll see them again. They have
nothing at their disposal to offer you by way of practical help—why do they ask how you
are? . . . . . . . . . . . . . . . . . . . . . . . . . so you shouldn’t ask people—people should not go around
professionally asking people how they are to say ‘there there dear, I’m sorry you feel upset’—and
they go back on with their smart life and their nice car and their nice children, and their nice home,
leaving me . . . . . . . . . . . . . . . . . . . . .

(Sandra)
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Existing support

Some of the women indicated that they did not feel the need for additional sources of
support. Some of the teenage women who were interviewed felt that the support of their
own family, and in particular their mother, was sufficient to meet their needs. ‘Cos I’ve got a
lot of family and I can go to them, like, I’ve got my Nan, I’ve got my Mum, my sister—I’ve got
loads of family, so . . . .’ (Jane)

A number of the women also felt that they were sufficiently well-supported by their
existing health visitor and did not wish to risk losing her. These women expressed
very positive views about their current health visitors, and although they felt that the home
visiting service was a good idea in principle, they did not feel motivated to establish a
relationship with a new health visitor with whom they would have to ‘start again’.

You see, my health visitor, she’s like, really nice and she’s like, helped me get my baby’s cot, and my other
little one’s cot as well and like . . . . . . . . . . . . . she just seems really nice and I didn’t want to like leave her
for someone else who might not actually have been as nice as she was, or I might not have felt as
comfortable as I was with her . . . . . . . . . . . . . . . . . . I just didn’t like the idea of, like, changing to a
different health visitor, explaining everything all over again sort of thing, whereas (X) already knew
everything. She’s actually a very nice person.

(Carol)

In addition to valuing particular qualities and attributes in their health visitor, some of the
women who had decided not to take part in the home visiting study were currently
receiving a high level of input from their existing health visitor and in some cases, were
already being visited at home fairly frequently because of particular circumstances or
ongoing family problems.

With the benefit of hindsight

The data also suggest that many women were better placed to envisage the potential
benefits of the home visiting service once their baby had been born. Samantha had realised
since having her baby that she needed advice and information on a range of issues that she
was only now beginning to encounter. At the time of referral, she had not realised the
limitations of her own knowledge.

Looking back now, if you were offered it again, do you think you might make a different decision?

Yeah, yeah definitely.

If you had somebody like that who came once a week to see you–have you got any ideas about any issues
you would want to address with her?

Well, it’s just the fact that since I’ve had her there’ve been so many things that I just don’t know at all.

(Samantha)

It was evident that some of the women had not fully understood the information they had
been given about the study at the time of referral. Some of them felt that having been given
a fresh explanation of what was on offer, and with the benefit of hindsight, they might now
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make a different decision. Kim was asked whether she would take up the offer of the home
visiting study, if she was asked again:

Yeah. Yeah, definitely. I think it would have just been good having support from somebody else. I mean
it’s just having the support as he gets older as well. Em . . . . . . . and maybe finding out things to do with
him that I didn’t sort of do with my other two children.

(Kim)

Katie, who was not keen on the idea of weekly visits (see section on ‘time’), nevertheless
clearly understood the positive implications of having support from someone who would
know her really well:

In some ways I think it would be fantastic, the fact that you would build up a real rapport with
somebody, and you obviously wouldn’t need to say ‘I feel lousy’. I think somebody, if they were seeing
you on that regular basis, they’d know when you were struggling and I think the most difficult thing to
do is to actually turn and say ‘I’m struggling’. Because in some ways that’s having to admit that things
are going wrong.

(Katie)

The potential benefits of the relationship aspect of the home visiting service were also
raised by Rebecca, who (earlier in this paper) said that she felt it would legitimise her right
to have time reserved for her to see her health visitor at home without feeling guilty.
Rebecca felt that the idea of being visited antenatally might be very beneficial:

I suppose if they begin to visit you when you’re pregnant then you begin to get to know them, em, and
build up a relationship with them so that you feel it’s somebody you could contact after the baby’s been
born, and would be quite clear about what kind of support they can offer. And whether you’d find that
helpful.

(Rebecca)

Discussion

The conduct of interviews with women who choose not to become involved in a research
study is a difficult task. Needless to say, many of the women who refused to take part in
the original study were also reluctant to take part in an interview to discuss the reasons for
their decision. It is important to note when interpreting the findings of this study that some
of the women we spoke to might have agreed to receive the home visiting service if it had
been offered without the complications associated with the randomisation and evaluation
process and that while it has been possible at an analytical level to identify two sets of
themes (that is, concerning participation in the service and participation in the research), it
is not possible to disentangle the two sets of reasons in reality. In addition, this was a small
study, and it has not been possible to address the methodological limitations as regards,
for example, the possibility of moving between participant and researcher accounts.

The vulnerability of some of the women interviewed was reflected in their low educational
attainment, poor command of language, their isolation, and their illiteracy. The researcher
undertaking these interviews found it particularly difficult to establish a rapport with
some of the women (for example, teenagers) and, although a friendly and warm approach

Reasons Why Women Refuse Early Interventions 207

Copyright # 2004 John Wiley & Sons, Ltd. CHILDREN & SOCIETY Vol. 19, 199–210 (2005)



was taken, many were unable to articulate their point of view to any great extent. The
difficulty in bridging the social gap that the interviewer experienced, exemplifies in part
some of the difficulties of service providers in reaching this group of women. A significant
number were anti-authority, antagonistic, and were unwilling to even think about what
was being offered to them.

The findings of this study are confirmed by other studies addressing the issue of non-
participation. For example, the most frequently reported barriers to participation in the US
Head Start programme were prior commitments and schedule conflicts (Lamb-Parker and
others, 2001). If we accept these findings at face value, they suggest the need for service
providers to be flexible not only in terms of the type of services being offered, but also as
regards the frequency and duration of the service. While infrequent contact over a short
period of time may be insufficient to reap big changes, such episodes may be the prelude
to more sustained contact, especially where they give women who have not been able to
establish trusting relationships in the past, experience of such a relationship.

The findings of this study suggest that some women refuse services because of an inability
(that is, based on unconsciously remembered earlier experiences) or unwillingness (that is,
based on consciously remembered earlier experiences) to trust other people, and
professionals in particular. This points to the need for service providers to find new
ways of making contact with this group of hard-to-reach women, and of creating links that
may eventually become more solid connections. Establishing a trusting and supportive
relationship with such women takes time and emotional energy, and this has to date often
been viewed by service managers as non-productive in the absence of evidence of short-
term outcomes.

The results of these interviews indicate that perceptions about vulnerability and risk
may also play a significant role in informing women’s decisions not to accept the
offer of help. Other research has also highlighted discordance in the perceptions of
risk held by professionals compared with participants (Stein and others, 1991), and it has
been proposed that this may in part reflect the difference between risk as a lived social
experience as opposed to a scientific concept (Gifford, 1986). In addition, some of the
women were feeling too burdened to be able to think about the offer of help, bearing in
mind that the offer of help in this case had a number of caveats including taking part in a
research study. This points to the need for service providers to keep the door open and
repeat offers of help, so that women may take them up when they feel ready.

For a number of the women, particularly the teenage mothers, some rather negative views
of the new service prevailed. These were very often underpinned by misperceptions about
what the service would comprise. This suggests that service providers may need to find
new ways of providing information in order to promote uptake on the part of this hard-to-
reach group. It also means finding new ways of approaching women who are illiterate,
and/or who may not perceive their circumstances as placing them in need of help or
support.

Some women indicated that the support being offered was not what they wanted. Some
simply wanted practical help and some women were deterred from taking part because
the service was not structured in a way that they felt would meet their needs. This suggests
the need for service provides not only to be flexible about the type of services provided to
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hard-to-reach families, but also to spend time establishing what type of help would be
valued. The provision of some practical help may have enabled some women to begin to
think about addressing some of the other issues in their lives. Perhaps most importantly it
may have helped them to begin to feel that they were being listened to, and to begin to be
able to trust. Engagement is always likely to be better, if service providers begin by asking
parents for their perception of their needs.

Conclusion

While the findings of this study are complicated by the fact that the intervention was only
being offered as part of a randomised controlled trial, analytically two sets of themes
emerged which enabled us to disentangle the two sets of issues (that is, reasons for non-
participation that relate directly to the service and those relating to the involvement in a
study). The findings suggest that women who refuse services comprise a diverse group,
and that service providers need to take this diversity into account if they are to improve
uptake of services on the part of this group of women.

For some of the women in this study who appear to be ‘out-of-reach’, new ways of
providing services are needed. This may mean utilising some of the burgeoning group of
(largely) voluntary sector services that are being provided by non-professional volunteers
or befrienders such as for example, Community Mothers or Home Start. It also means
greater attention being given to the relationship between professionals and potential
recipients of services, and in particular to ways of establishing effective working
relationships. This points to the need for service personnel to have both an understanding
of the processes of helping (including the nature and importance of the relationship), in
addition to the communication skills to enable them to develop such a relationship.

The results of this study also suggest that service providers will need to be both constant in
their offer of help, flexible in terms of the type of help that they are able to provide, and
willing to work in a collaborative manner with women who feel unheard, unable or
unwilling to trust, and who are isolated by virtue of these factors.
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