



















































































































































































































































































































































































































































































































































































































































































These decisions left 10 variables for inclusion in the analysis. One final check for
collinearity between independent variables was carried out (see Appendix 41 for results),
but no further variables were excluded from the regression analysis.

Step two - Testing for main effects

In order to test for main effects, the 10 independent variables were entered hierarchically,

with child variables and socio-demographic variables entered first to control for their effect
on other variables.

Together eight variables explain 33 per cent of the variance in parent-reported SDQ total
difficulties scores (see Table 58 and 59, Model 2). These included child variables
(whether the child has an illness, health problem or disability, and child's age), socio-
demographic variables (financial situation, whether living with a partner, respondent's
work situation), parent’s illness (whether the parent has an illness, health problem or
disability in addition to IBD, SIBDQ scores minus psychological distress) and parenting
difficulty. However, after controlling for other variables, only three had a significant effect
on outcomes for children - the child’s age, parenting difficulty, and whether the child has
an illness, health problem or disability. Increases in child age were associated with a
reduction in parent-reported emotional and behavioural difficulties, whereas the child
having an illness, health problem or disability, and increases in parenting difficulty, were
associated with an increase in the child's difficulties. The standardised coefficients
indicated that parenting difficulty and age of child had a similar level of effect on parent-
reported symptom scores, and a greater influence than that exerted by whether the child
has an illness, health problem or disability. However, in reporting these effects it is
important to acknowledge that the final model was based on a sample of just 113 young
people, and confidence intervals for the coefficients are large.

It is worth noting that parental anxiety and depression did not add significantly to the
model (see Table 59, model 3). Tolerance and VIF statistics suggest that this may be
partly due to multicollinearity between parental depression and other independent
variables. The VIF statistic for depression is 3.43, a score which comes close to the cut-

off of 4 often used to indicate that collinearity is a serious problem (Miles and Shevlin,
2001).
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Table 58: Hierarchical multiple regression analysis for parent-reported SDQ total difficulties scores - Table of coefficients

Independent variable B SEB Std Beta Tolerance VIF Sig. 95% confidence interval
Lower Upper

Model 1

Constant 18.585 4.338 <.001 9.982 27.187
Child variables

If child has an iliness 4.333 2.008 .183 .969 1.032 .033 0.352 8.315
Child’s age -0.571 0.155 -.320 .930 1.076 | <.001 -0.878 -0.265
Socio-demographics

Financial situation 1.311 0.561 213 .842 1.188 .021 0.199 2.423
If living with a partner -1.806 2.090 -.076 .894 1.119 .390 -5.951 2.340
Dummy - part-time work -1.652 1.328 -.126 672 1.487 216 -4.286 0.981
Dummy - full-time work 0.162 1.507 .011 .676 .1.479 915 -2.827 3.151
Parent’s health

If parent has another iliness 1.869 1.384 132 .723 1.383 .180 -0.875 4614
SIBDQ minus psych -0.936 0.556 -172 .665 1.504 .095 -2.037 0.166
Model 2

Constant -28.856 17.875 .110 -64.307 6.596
Child variables

If child has an iliness 3.919 1.954 .165 .963 1.038 .047 0.044 7.795
Child’s age -0.496 0.153 =277 .899 1.112 .002 -0.798 -0.193
Socio-demographics

Financial situation 0.948 0.560 .154 794 1.259 .094 -0.164 2.059
If living with a partner -1.004 2.049 -.042 .876 1.142 .625 -5.068 3.061

Dummy - part-time work -1.137 1.302 -.087 .658 1.519 .385 -3.720 1.446

Dummy - full-time work 0.959 1.491 .065 .650 1.538 522 -1.999 3.917

Parent’s health

If parent has another illness 2.145 1.347 .152 .719 1.391 114 -0.526 4.816

SIBDQ minus psych -0.318 0.585 -.059 .565 1.769 .588 -1.477 0.841

Log standardised PTiI 19.052 6.977 276 641 1.559 .007 5.215 32.889
Continued...
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Independent variable B SEB Std Beta Tolerance VIF Sig. 95% confidence interval
Lower Upper

Model 3

Constant -29.356 18.798 22 -66.647 7.936

Child variables

If child has an illness 3.769 1.973 .159 .955 1.047 .059 -0.145 7.684

Child’s age -.502 0.154 -.281 .897 1.115 .001 -0.806 -0.197

Socio-demographics

Financial situation 0.826 0.581 134 .746 1.340 .158 -0.327 1.979

If living with a partner -1.162 2.071 -.049 .867 1.153 .576 -5.270 2.947

Dummy- for part-time work -1.019 1.318 -.078 .650 1.538 441 -3.634 1.595

Dummy - for full-time work 1.041 1.504 .070 .647 1.546 491 -1.943 4.024

Parent’s health

If parent has an illness 2.083 1.389 .148 .683 1.463 137 -0.673 4.839

SIBDQ scores minus psych -0.331 0.665 -.061 442 2.260 .619 -1.650 0.987

Log standardised PTI score 19.170 7.886 .278 .508 1.969 .017 3.526 34.814

Parent’s distress .

Parental anxiety 0.141 0.158 .097 .560 1.786 372 -0.172 0.454

Parental depression -.079 0.235 -.050 .292 3.430 .739 -0.545 0.388
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Table 59: Hierarchical multiple regression analysis of parent-reported SDQ total difficulties
scores - Model summary

Independent | R R square | Rsquare | F change | Df Sig. of F
variable . change change
Model 1 .53 .28 277 4.986 8,104 | <.001
Model 2 .57, .33 .049 7.457 1,103 | .007
Model 3 .58 .33 .005 0.407 2,101 | .667

Step three - Testing for moderators

The moderating influence of child's age on the relationship between parental illness
(SIBDQ minus psychological symptoms and whether the parent has an iliness other than
IBD) and parenting difficulty was tested. No interaction effects were found.

The next step was to test whether family support moderated the influence that parent's
depression, parent's anxiety, parenting difficulty and frequency of parental hospitalisation
had on young people’s emotional and behavioural difficulties, as hypothesised in the

conceptual model. Again, results indicated no interaction effects (see Appendix 42).

Step four - Testing for mediation

Finally, the intention was to examine the data for evidence of mediators of the relationship
between parental illness and children’s emotional and behavioural difficulties. However,
since parental illness had no effect on outcomes for children once socio-demographic
circumstances and child variables were taken into account, it was unnecessary to do so.

12.3.2 Model based on self-reported SDQ total difficulties scores

Preliminary work on the data

The first step in carrying out the regression analysis on children's SDQ sores was to
create a new sub-sample consisting of one child per family, selected at random. This
resulted in a sample of 59 young people aged 11-16 years. Once again, the sample size
achieved fell short of the 200 aimed for at the outset of the study. As in the previous
regression analysis, care was taken to minimise the number of variables entered in to the
analyses and confidence intervals are reported for regression coefficients.

The distribution of variables collected during the survey of young people has already been
described in Chapter 11. However, this was based on the whole data set, so the
distribution of variables had to be checked again for this sub-sample of one child per
family (see Appendix 43 for skew and Kkurtosis ratings). As in the full data set, a number

of variables were not normally distributed. Only one of these variables - the adolescent
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PTI score, was improved by the log transformation. The remaining variables were treated
as ordinal level data (see Appendix 44 for details). ’

Step one - Selecting variables for inclusion in the regression analysis

A total of' 39 independent variables were initially available for inclusion in the analysis but
only eight were significantly associated (p=.05 or higher) with self-reported SDQ total
difficulties. These were: the frequency with which the child talked to their father about
things that matter (r=.49), the frequency with which the child talked to their Mum about
things that mattered (r=.35), log of adolescent PTI score (r=.33), parental depression
(r=.32), whether the child had any illnesses, health problems or disabilities (r=.33),
whether the child had missed school within the past year because the parent was unwell
(r=.31), the frequency with which the child quarrelled with their Mum (r=-.28), and the

extent to which the child had talked to their parent about IBD (r=-.27) (see Appendix 45 for
results of all analyses undertaken).

Next, bivariate analysis of the aforementioned significant independent variables was
undertaken to check whether there was evidence of collinearity (see Appendix 46 for full
details of results). This indicated a significant association between parental depression
and log of adolescent PTI score (r=0.73), and how frequently the child quarrelled with their
mother (r=-.26). Adolescent PTI score was significantly associated with the frequency
with which the child talked to their father (r=.33), and how frequently s/he quarrelled with
their mother (r=-.34). Whether the child had an illness, health problem, or disability was
significantly associated with frequency of talking to Dad (r=.30). The extent to which the
child had talked to the parent about IBD was significantly associated with both how
frequently the child talked to Mum (r=-.54) and Dad (r=-.38). Finally, the frequency with

which the child talked to Mum was significantly associated with the frequency with which
they talked to Dad (r=.53).

Given the size of the sample, no more than five variables could be entered into the
analysis. First, it was decided that parental depression should be excluded since there
was a highly significant association between it and parenting difficulties. Furthermore, the
association between parenting difficulties and self-reported SDQ total difficulties was
slightly stronger than between parental depression and self-reported total difficulties.
Secondly, the frequency with which the child talked to their mother was excluded because
it was significantly associated with the frequency with which the child spoke to the father
and, out of the two variables, it had the weakest association with the dependent variable.
Finally, it was decided that the extent to which the child had talked to the parent about IBD

224



should be excluded since, out of all the variables, it had the weakest association with the
dependent variable. Table 60 lists the remaining five variables included in the analysis.

Table 60: Independent variables included in the regression analysis of self-reported SDQ
total difficulties scores

-~ Child variables -

o _|f child has an |Ilness health problem or dlsablhty
s Child s relationship with parents

- Frequency of talking to Dad .
o Frequency of quarrelling with Mum

Whether child has missed school because of parent s iliness
Difficulties with parenting

Two variables were ordinal (frequency of talking to Dad and frequency of quarrelling with
Mum), and therefore required the creation of dummy variables in order to be entered in to
the analysis. Given the small sample size, it was decided that this should be avoided and
the variables were recoded in binary form (with O representing talking to Dad/quarrelling
with Mum less than once a week, and 1 representing talking to Dad/quarrelling with Mum
more than once a week). Bivariate analysis of the variables transformed to binary form
confirmed that self-reported SDQ total difficulties scores differed significantly between the
two groups (frequency of talking to dad t= -2.593, df=46, p=.013, 95% confidence interval

of the difference -7.228 to —0.910; frequency of quarrelling with Mum t=2.694, df=52,
p=.009, 95% confidence interval from 1.011 to 6.919).

Step two - Testing for main effects

The five selected variables were entered into the regression hierarchically. Parenting
difficulties — the one significant variable hypothesised to influence children’s adjustment,
was entered last to test whether it had any influence after controlling for other variables.
The analysis indicated that together three variables - whether the child has an iliness,
health problem or disability, the frequency with which s/he talks to their father about things
that matter, and extent to which s/he quarrelled with their mother, explained 36 per cent
of the variance in scores (see Table 61 and 62, model 2). However, only the frequency of
talking to their father and the frequency of arguing with their mother were significant
predictors after controlling for whether the child had an iliness, health problem or disability.
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Table 61: Hierarchical multiple regression analysis of self-reported SDQ total difficulties in 11-16 year olds - Table of coefficients

Independent variable B SEB Standardised Tolerance VIF Sig. 95% confidence interval
Beta

Upper Lower
Model 1 ]
Constant 10.294 0.970 <.001 8.327 12.262
Whether child has an illness 4.206 2.990 .228 1.000 1.000 .168 -1.859 10.270
Model 2
Constant 11.957 | 1.300 <.001 9.315 14.600
Whether child has an illness 1.659 2.666 0.085 0.893 1.120 .563 -3.860 6.977
Relationship with parents
Talking to Dad -5.547 1.638 -0.490 0.894 1.119 .002 -8.876 -2.219
Quarrelling with Mum 3.936 1.666 0.324 0.997 1.003 .024 0.552 7.321
Model 3
Constant 11.946 | 1.319 <.001 9.263 14.629
Whether child has an iliness 1.614 2.710 0.088 0.888 1.126 .556 -3.900 7.127
Relationship with parents
Talking to Dad -5.536 1.661 -0.489 0.893 1.120 .002 -8.915 -2.157
Quarrelling with Mum 3.761 1.799 0.309 0.879 1.138 .044 0.101 7.421
Missed school 1.061 3.752 0.042 0.875 1.143 779 -6.573 8.695
Model 4
Constant 9.022 5.805 130 -2.803 20.847
Whether child has an iliness 1.705 2.746 0.092 0.884 1.131 .539 -3.889 7.298
Relationship with parents
Talking to Dad -5.072 1.904 -0.448 0.695 1.439 .012 -8.951 -1.193
Quarrelling with Mum 3.376 1.996 0.277 0.752 1.329 .096 -0.628 7.380
Missed school 1.517 3.895 0.060 0.830 1.204 .700 -6.418 9.451
Log of adolescent PTI 0.863 1.668 0.088 0.684 1.462 .608 -2.534 4.260
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Table 62: Hierarchical multiple regression analysis of self-rated emotional and behavioural
difficulties - Model summary

Independent | R | Rsquare | Rsquare | F change | Df Sig. of F
variable change change
Model 1 .23 .05 .052 1.978 1,36 | .168
Model 2 .60 .36 .313 8.363 1,34 | .001
Model 3 60 37 .002 0.080 1,33 |.779
Model 4 .61 37 .005 0.268 1,32 | .608

The regression coefficients indicated that when young people talked to their father about
things that matter more than once a week, emotional and behavioural difficulties scores
were reduced. When the young person argued with their mother more than once a week,
emotional and behavioural difficulties were increased. Standardised coefficients confirm
that the frequency of talking to their father had more influence on children’s difficulties
than the frequency of arguing with their mother. However, the confidence intervals for the
regression coefficients were wide, indicating that estimates are not highly reliable, as

might be expected with a small sample. The final model was based on a sample of just
38 young people.

Finally, it is worth noting that whether the child had missed school and parenting difficulty
did not add to the variance explained by the model (see Table 61 and 62, Model 3 and 4).

Step three - Testing for moderators

The data were tested to see if family support moderated the influence of the following
variables on self-reported SDQ scores:

¢ Adolescent PTI score
e Parental depression

¢ Parental anxiety

¢ Frequency of parental hospitalisation
No interaction effects were found (see Appendix 47).

In the original conceptual model, it was hypothesised that the child's social activity and
perceptions of illness severity were affected by interaction between parental iliness and
child age. However, given that social activity and perception of illness were not significant

predictors of young people’s emotional and behavioural difficulties, there was little point in
testing for these interactions.
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Step four - Testing for mediation

Given that no health variables predict young people’s self-reported emotional and

behavioural difficulties, it was unnecessary to test whether parenting difficulty was a
mediator, as proposed in the original model.

12.3.3 Summary of findings

When testing for predictors of children’s emotional and behavioural difficulties care was
taken to limit the independent variables entered into the regression equation to a number
appropriate to the sample size. Nevertheless, the analyses were based on small data
sets, particularly the analysis of self-reported emotional and behavioural difficulties, and

findings should therefore be treated as exploratory, requiring confirmation by further
research involving larger samples.

To summarise, 33 per cent of the variance in parent-reported SDQ total difficulties scores
was explained by child variables (whether the child has an illness, health problem or
disability, and child’s age), socio-demographic variables (financial situation, whether living
with a partner, respondent's work situation), the parent’s iliness (whether the parent has
an iliness, health problem or disability in addition to IBD, SIBDQ scores minus
psychological distress) and parenting difficulty. However, after controlling for other
variables, only three had a significant effect on parent-reported scores - the child's age,
parenting difficulty, and whether the child has an iliness, health problem or disability.

Increases in child age were associated with a reduction in parent-reported emotional and
behavioural difficulties, whereas the child having an iliness, health problem or disability,
and increases in parenting difficulty, were associated with an increase in parent-reported
difficulties. Parenting difficulty and age of child had the greatest, and similar level, of

effect on parent-reported symptom scores. Figure 11 illustrates the results of the
regression analysis.

Figure 11: Predictors of parent-reported SDQ total difficulties scores

Parenting difficulty - Parent-reported
S - emotional &
- Ageofchild > behavloural
‘ ' symptoms In 4-16
If child has lilness or year olds
disability
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When the model was tested on self-reported SDQ symptom scores, 36.5 per cent of the
variance in scores was explained by whether the child has an illness, health problem or
disability, the frequency with which the young person talked to their father about things
that matter, and the frequency with which the young person quarrelled with their mother.
However, after controlling for other variables, the frequency of talking to their father, and

the frequency of arguing with their mother, were the significant predictors (see Figure 12
for summary).

Figure 12: Predictors of self-reported SDQ total difficulties scores

Frequency of talking Self-reported
- to father _ “emotional & -
I > behavioural _
Frequency of symptoms in 11-16
quarrelling with year olds
mother »

As the frequency with which young people talked to their father about things that matter
increased, self-reported SDQ total difficulties scores were reduced. As the frequency with
which a young person argued with their mother increased, self-reported SDQ total

difficulties scores increased. Out of the two variables, frequency of talking to their father
had more influence on children’s difficulties.
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CHAPTER 13

Discussion

13.1 Introduction

The four studies carried out as part of this thesis provide a great deal of data on the
experiences and support needs of parents with IBD. The purpose of this chapter is to
reflect on the research as a whole, so that conclusions can be drawn about the support
that should be provided to parents with IBD and their children.

The chapter begins by providing a brief overview of the strengths of the research,
including its contribution to knowledge. In order to put the findings into context, this is
followed by reflections on the research design and methods. Next, a summary of the
findings is provided, including a discussion of the extent to which the findings fit with, and
add to, the literature available at the point at which this thesis was completed.
Recommendations are then made as to how parents who have IBD, and their children,
might best be supported. This is followed by an acknowledgement of how the
researcher’s outlook on the investigation has changed during the course of the work.

Finally, conclusions are drawn about the impact of IBD on parents and their children, and
the support that should be provided.

13.2 An Overview Of The Strengths of The Research

This thesis represents the only investigation to date into the support needs of parents with
IBD and their children. As such, it contributes both to the growing body of literature on
parental iliness, and to our understanding of how IBD affects the everyday lives of people
with the condition. However, perhaps more importantly from the perspective of patients
and practitioners, the findings from this research are highly relevant to clinical practice.
Whereas most research on parental iliness has simply described the experiences of
parents and their children, by investigating support needs, the findings from this thesis

offer clear guidance on how services to patients with IBD and their families might be
improved.
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Aside from contributing to knowledge, the other major strength of this thesis is the extent
to which it has been welcomed by parents with IBD. At the outset of the work, it was
unclear how receptive people with IBD would be to the research. Would a study focussing
on their role as parents be considered worthwhile? It soon became apparent that parents
with IBD were supportive of the research. During recruitment for Study 1, many
welcomed the opportunity to take part in the research, commenting that they had never
previously been asked how they were coping in relation to their role as parent. When
Study 1 and 2 were completed, the findings were presented at a series of NACC
meetings, which were well attended by parents with the condition. Following these
presentations, | was contacted by a number of parents who wanted to thank me for

carrying out the research, and to let me know how accurately the findings described their
own experiences.

During phase two of the work, parents continued to respond positively to the research. In
the screening questionnaire used to identify potential survey participants, respondents
were given space in which to make additional comments. Twenty-seven parents chose to
express their support for their research. Some wrote simply to thank me for undertaking
the research, or to stress their willingness to participate in the study. For example:

I was so pleased to receive this as this disease has affected our lives so much.
Just returned from another hospital admission. Thank you for your work.

And

I am willing to help in anyway | can. Crohn’s is very hard to understand and
accept - you have good days and bad days and | am more than happy to
answer any questions with the hope that it can help others.

Many seemed particularly pleased that the research focussed on family life, believing that
this was an aspect of IBD that was not receiving sufficient attention:

Thank you for showing an interest in the effect that this disease has on all

members of the family. This side of things never gets much attention paid to it
by consultants and other medical personnel, it seems to me.

And
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We have never taken part in any surveys before but when we saw the reason
for this one, we were very interested as my UC has turned mine and my
family’s life upside down. My wife is currently undergoing treatment for cancer
and so far her cancer has not affected our family as much as my UC!

Some clearly took part because they felt there was a need for greater support from
service providers:

| think this research is long overdue. I've never had any help/services, and just

getting xxxxxx (Child's name) to school by 8.55 am everyday is a HUGE
STRUGGLE. 1 wish you luck in your work.

Given parents support for the research, it is hoped that practitioners will give some

consideration to how they might go about imp|emenﬁng the recommendations that
emerge from it.

13.3 Reflections On The Research Design And Methods

In this research, a mixed method approach, involving two qualitative and two quantitative
studies, was used to investigate the experiences and support needs of parents with I1BD
and their children. There were a number of advantages to the overall research design.
Study 1 — a qualitative study with parents with IBD, represented the first investigation into
the impact of IBD on patients in their parenting role and on their children. By beginning

with qualitative research, it was possible to gain an insight into the topic, something that
was important since there was no previous research.

Nine months after data were collected from parents, the qualitative research with children
(Study 2), was carried out. This allowed for an iterative process, in which the data from
the research with parents provided ideas about issues to pursue during interviews with
children. Also, carrying out the research in this order gave parents an opportunity to meet
with the researcher, and develop an understanding of the purpose of the research, before
being asked to give consent to their child taking part. It was hoped that this wouid

alleviate any concerns parents had about the research, thereby encouraging them to allow
their child to take part.

The findings from the qualitative phase were then used to design the quantitative phase of
the research, a postal survey of parents with IBD, and another of their children aged 11-16
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years. Through these surveys it was possible to establish the prevalence of the
experiences and needs reported in the qualitative research, and test out hypotheses
about factors that influenced the main outcome measures. This information was crucial to
developing recommendations for service providers about the 'scale' of the difficulties
experienced by parents with IBD and their children, and how they might best be
supported. This investigation adds to previous research on the impact of chronic illness
and disability on parents, in which the majority of researchers have collected qualitative
data. In particular, whereas previous research with parents has suggested parents may be
distressed by their experiences, none have attempted to assess the severity and
prevalence of such difficulties to establish if this is an area where parents need support.

Nevertheless, there was one disadvantage to employing mixed methods, namely that it
was difficult to integrate the findings from the four studies. As each study employed
different methods, and was based on a different sample, when there were inconsistencies
between study findings it was hard to be certain why this has occurred.

Finally, in relation to the overall research design, it should be acknowledged that, due to
resource limitations, it was not possible to investigate in depth the experiences of the one
remaining member of the immediate family — the parent without IBD. Data collected from
parents with IBD during the course of this thesis suggests that this parent may have
support needs in their own right. In some cases parents with IBD said that their
spouse/partner had difficulty coming to terms with them having the condition, and might
benefit from advice and information, or someone to talk about the situation. To fully
understand whether the parent without IBD needs support, and what form it should take,
requires further research in which data are gathered directly from this group of parents.

Below the strengths and limitations of each of the four studies undertaken during the
course of the research are discussed in further depth.

13.3.1 Study 1

A major strength of Study 1 was that, by adopting a qualitative approach, parents were
given an opportunity to provide an account of their experiences and support needs without
researchers presupposing what these might be. However, as discussed in Chapter 6, it
was a small-scale study, and the majority of participants had family members living close
by who were able to offer them practical support with parenting. As a result, it may be that
this study overestimates the extent to which parents with 1BD receive help from family
members, and underestimates the help needed from outside agencies. Secondly, only
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five out of the 24 participants were male, making it difficult to draw conclusions about
fathers.

In Study 1, the intention was to collect data via focus groups for parents since this would
give participants a chance to share experiences and formulate ideas about how services
might best support parents. In practice it proved difficult for parents to attend the groups,
because of family commitments and poor health. A few parents who did come to a focus
group spoke of how nervous they had been prior to attending because of concerns about
toilet facilities and whether they would be able to come and go from toilets as they
pleased. Such comments in themselves provide an insight into the difficulties some
parents experience in their daily lives. In order to ensure parents who could not attend a
focus group were not excluded, they were offered an individual interview. Carrying out
this series of interviews added considerably to the time it took to complete the study and,
in retrospect, it might have been more realistic to interview all parents. However, there
was one major advantage to running the focus groups: many of the parents who attended

spoke of how much they had enjoyed and learnt from the experience, with few having had
the chance to meet other parents with 1BD before.

Research into the impact of parental chronic illness has been heavily criticised for being
negatively biased, searching for problems in both parents and their children. In Study 1,
this was overcome by asking parents to draw up a time line charting the effects 1BD had
on them as parents and on their children, and giving them different colour pens with which
to note positive and negative experiences. In this way, they were actively encouraged to
report positive experiences. The time line approach provided useful information on how
parents’ experiences change as the child develops. However, it also meant that
retrospective data was collected, which is subject to recall error.

13.3.2 Study 2

As noted in Chapter 8, the qualitative research with children was very useful in giving
younger children a voice, something that has been lacking in research on parental chronic
ilness. However, the data are limited in a number of ways. First, the data represent what
participants chose to talk about; it may be that there are experiences related to having a
parent with IBD too personal to be disclosed to a researcher. Second, the study was
based on just 23 young people, drawn from 15 families, most of whom had a mother,
rather than a father with IBD. Third, the youngest participant was six years of age so the
research omits the experience of pre-school children, the age groups some parents said
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they had most difficulty managing since they required so much care and attention. Fourth,
the data includes retrospective data, which is subject to recall error.

Turning next to the methods employed, participants had a choice of taking part in an
individual interview or a group interview with siblings. Although being flexible about how
children took part helped ensure that more families participated than might otherwise have
done, it should be acknowledged that there were disadvantages to group interviews. In
group situations the children became very excited, competed with each other to complete
drawings, and shouted out their response to the questions asked. The focus for the
researcher was very much on ensuring that everyone got a chance to speak, and it was
not possible to get individual's views on all issues covered in the topic guide.

In terms of techniques used to elicit data from children during interviews, eleven out of the
21 participants, who were aged eleven years or younger, took up the suggestion of using
the visual aids provided during the course of the interview. This proved to be very helpful
for a number of reasons. For younger children, it added to the fun of taking part, with
children enjoying selecting coloured pens, paper, and stickers to work with. Initially, many
of the participants seemed nervous about the interview. Drawing made the situation less
formal and the child could talk without having to make direct eye contact with the
researcher. It also gave the child greater control over the pace of the interview — the
researcher could not move on to the next topic until the child had completed their drawing
about the topic under discussion. It was explained to participants that their drawings
would be used to illustrate the final report about the project written for young people, with
at least one drawing selected from each person. This pleased both participants and their

parent (see Appendix 48 for report written for 6-10 year olds, and Appendix 49 for report
written for 11-20 year olds).

Although the visual aids were helpful, they increased the time it took to complete an
interview. Unfortunately, parents of younger children tended to assume their children

would not have much to say. They were also apprehensive about someone talking about

their health with their children at great length. Therefore the time allocated to the

interview was often limited, arranged to take place after school and before the children

had their evening meal. This may have meant that children did not have opportunities to
say everything they wanted to.
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13.3.3 Study 3

As discussed previously, the main strength of the survey of parents with IBD is that it
provides an indication of the extent to which the experiences reported in the qualitative
research are prevalent in the wider population. For practitioners one of the most valuable
aspects to the surveys is that they provide the first research evidence on parents’ priorities
for support. Although there were initially some difficulties in recruiting the sample size
aimed for at the outset of the study, 178 parents took part in the research, a number that
is more than sufficient for the descriptive analysis of the main outcome measure — HADS
data on anxiety and depression. Given that substantial proportions of parents reported
psychological distress, another important element of the survey is the identification of
factors that increase the likelihood of anxiety and depression. This provides guidance on

which groups of people are most likely to need psychosocial support and the form it
should take. '

Nevertheless, there are limitations to the conclusions that can be draWn from the survey.
First, while the survey provides evidence on aspects of parents’ lives that are going well,
and areas where they are having difficulty, for the most part it is not possible to say
whether these experiences differ from that of the general population since‘a control group
was not included in the study. The availability of normative HADS data did mean that it

was possible to compare levels of psychological distress in parents with IBD, and their

children, with community samples. However, care must be taken not to attribute

differences between community and survey samples to IBD per se. Instead, it may be
due to any number of differences between families in which a parent has IBD and those of
the general population. The regression analysis of factors predicting parents' anxiety and
depression, and children’s emotional and behavioural difficulties, was an attempt to
understand the underlying causes of such difficulties. However, since the study was
cross-sectional in design, significant results only indicate associations between variables.
It is not possible to determine the direction of the relationship between variables, or

whether the two variables are only associated because of their relationship to a third
variable.

Moving on to consider the survey participants, first, the parents’ survey was based on a
convenience sample, and it is likely that respondents are drawn from families in which

there are concerns about the impact of 1BD on family life. Second, the majority of

respondents were recruited through NACC, rather than hospital clinics as originally
intended. While these two groups did not differ on many of the variables measured in the
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survey, the NACC sample did have more support needs and it is therefore possible that it
is not representative of the views of the general population of parents with IBD. Thirdly,
despite efforts to recruit fathers into the parents’ survey, 80 per cent of respondents were

mothers. To compensate for this imbalance, sex differences in experiences and support
needs were tested.

In terms of research methods, overall the parents’ questionnaire seems to have been
acceptable to parents, with 92.7% returning it complete. However, at the end of the
questionnaire parents were given space to comment on the survey, and a number of
issues were raised. First, an important point raised by a substantial number of parents is
that IBD is a fluctuating condition, with an individual's disease activity and feelings of well-
being varying over time. As the questionnaire asked about experiences within a particular
time frame, responses may not be wholly representative of an individual's experiences.
This was clearly a source of frustration to some participants. Seven parents said they had

completed the parent’s questionnaire as directed, despite responses not fully representing
their experiences. For example:

My iliness only affects me badly from time to time. My answers here are based
within the time scale asked but | have not had a serious relapse in this time and so
do not reflect my family’s needs during times of real difficulty.

Two parents said they had completed the whole, or a section of the questionnaire, as if
they were having a flare up. For example:

A bit difficult filling it in because at the beginning of last year | had a severe bout of
colitis when | was off work for a year and needed quite a few stays in hospital. So
at that time | needed a lot of help, but it now is a lot better. In the section ‘help
needed by you’ | answered as if | was in relapse.

Parents also commented on how the survey did not pick up on the extent to which
individual's lives were governed by IBD. For example:

I notice in reading the answers | have given, that it could appear as if my Crohn’s
disease does not interfere drastically with my life. This couldn’t be further from the
truth. Sadly | have just rearranged my entire life to revolve around my IBD.
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Finally, as explained in Chapter 9, the content of the survey was limited by data being
collected via a postal questionnaire. This meant that some of the issues raised by the
qualitative research could not be explored in depth in the survey. For example, restriction
to family social life was not assessed as a separate variable, although it is encompassed

within parenting difficulty, with the Parenting Task Index including a number of items on
social activities.

13.3.4 Study 4

Many of the previous comments regarding the strengths and limitations of Study 3 also
apply to Study 4. The research is useful in providing an estimate of the prevalence of
young people’s experiences and support needs, and factors that increase the likelihood of
psychological distress. However, it is limited in not including a control group, being cross-
sectional in design, and being based on a convenience sample, with the majority of

respondents recruited through NACC, and most having a mother, rather than a father,
with 1BD.

Other limitations specific to the survey of young people include the fact that the researcher
was reliant on the parents passing the survey questionnaire on to their child. Although the
response rate was good (72.5%), it is possible that parents acted as gatekeepers, giving
the questionnaire to some young people and not to others. Second, the sample size for
the young people’s survey was small (N=74), and fell short of the 96 young people aimed
for at the outset of the study for the purposes of the descriptive elements of the analysis.
Furthermore, it was necessary to select a random sample of young people for the
regression analysis of self-reported emotional and behavioural difficulties, and this,
combined with the effects of missing data, resulted in the final model being based on just
38 cases. As a consequence, confidence intervals for regression coefficients were wide,
suggesting that estimates of effect sizes are not highly reliable and require confirmation by
further research. Finally, it is worth bearing in mind that the survey only reports on the
experiences of 11-16 year olds. The results of the qualitative research, and the survey of

parents, suggest that younger children may well experience greater difficulties and have
more need for support.
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13.4 Summary Of The Findings

To recap, at the outset of the research the objectives were:

¢ To determine the impact of IBD (both positive and negative) on:
parents in their parenting role;
the adjustment of their children

o To identify factors which moderate and mediate this impact

o To gather parents and children’s views on the support that would be helpful to
families.

Below the findings on parents with IBD and their children are summarised in relation to
these research objectives. This summary provides an overall picture of the results from
all four studies, and uncovers areas of agreement and disagreement between studies. In
addition, the extent to which the findings fit with, and add to, the literature available at the

point at which this thesis was completed, is discussed. Findings on parents are reported
first, followed by the findings on children.

13.4.1 Findings on parents
‘The impact of IBD on parents

Both the qualitative and quantitative research found that parents varied considerably in
the extent to which they experienced difficulties with parenting. When they did have
difficulties, the survey indicated they were most often in relation to household chores
(between 46.7 and 50.4% had moderate to severe difficulty depending on the age range
of their child), providing for financial needs (between 38.3 and 47.9% had moderate to
severe difficulty), and social activities (between 16.7 and 48.9% had moderate to severe
difficulty). Importantly, from the perspective of the child, in the survey it was rare for

parents to report having difficulty with being physically affectionate, or talking and listening
to their child.

The qualitative research shed some light on why parents had difficulties with parenting
tasks. As might be expected, and in line with previous research with parents with other
conditions (Smith and Soliday, 2001; Barlow et al., 1999; Rehm and Catanzaro,1998;
Wates, 1997; Association of Disabled Parents in Norfolk, 1996; Grimshaw, 1992; Geirdal,
1989) symptoms, including pain, fatigue, and nausea, made it difficult to carry out
household chores, and limited social activities. The research also highlighted an issue
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that may be unique to IBD and other gastrointestinal conditions; even when parents were
relatively well, fear of incontinence and diarrhoea was enough to disrupt family life,

preventing them from planning events with their children and from going places where
there was potential for embarrassment due to lack of toilet facilities.

The qualitative research did not shed any light on the impact of IBD on parents’ ability to
provide for their children financially; this was not an issue addressed by the
interview/focus group topic guide, or raised by participants. However, at the end of the
parents’ questionnaire eleven respondents choose to comment on financial difficulties,
explaining that symptoms of IBD can reduce finances \)vithin the family, both by impacting
on the earning potential of the ill parent, and that of their partner, who sometimes had to

take on extra responsibilities within the home, so reducing their availability for
employment.

When asked who had been helpful to them in bringing up their child, the survey found that
family and friends were the most common sources of support to parents. Parents were
most likely to perceive their immediate family as helpful sources of support, with the
partner/spouse most frequently named as ‘very’ or ‘extremely helpful' (66.1 %), followed
by the respondent's parents (40.0%), the respondent's friends (24.0%), spouse or
partner's parents (20.0%) and children (20.1%). Replicating findings in previous studies
of parents with an illness/disability (Wates, 1997; Allaire, 1988), in the qualitative research
parents explained that they preferred to turn to partner/spouse and close family for help,

rather than friends and neighbours, fearing that this would be too much to burden them
with.

In relation to statutory services, parents were most likely to consider hospital-based health
professionals as helpful sources of support. However, only 17.6% rated them as ‘very’ or
‘extremely helpful’. Such findings are in keeping with the qualitative research, in which
parents said that support from members of the gastroenterology team in relation to their
parenting role was provided on an ad hoc basis, depending on individual personalities and
interests. Similar to parents with other ilinesses/disabilities (Thomas, 1999; Association of
Disabled Parents in Norfolk, 1996), participants had particular concerns about the support
from generic health care staff since many of these staff had very little knowledge about
their condition. It was notable that social services received very low ratings on
helpfulness (only 1.8 % considered them to have been very or extremely helpful). This
can be explained, at least in par, by the fact that the survey revealed that many parents
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were not in contact with social services. However, it is also worth noting that in Study 1
the few parents who had sought help from social services were refused assistance.

The qualitative research suggested difficulties with parenting could lead to distress,
particularly when the parent was a mother, and support from others was limited. When
the extent to which parents were distressed was investigated through the survey, resuits
indicated that a substantial proportion of parents were experiencing emotional difficulties
severe enough to warrant intervention. Using criteria that identify clinically significant
levels of anxiety and depression on the HADS (Crawford, 2001), 37.5% of parents were at
risk of case level anxiety and 16.3% of case level depression. Care must be taken with
these findings since they are based on a screening instrument and scores above clinical
cut offs are only intended to indicate to clinicians that a patient may have a disorder (Clark
and Harrington, 1999). As a result, the HADS, like any screening instrument, tends to
overestimate the proportion that has difficulties severe enough for them to be considered
a psychiatric case. Nevertheless, it is worth noting that, for both males and females, the
prevalence of anxiety was substantively and statistically higher than reported in a recent
UK community sample (Crawford, 2001). In addition, the rate of depression amongst
females was also substantially and significantly higher than in the community sample.

A preliminary comparison of the prevalence of anxiety and depression with that reported
in studies of IBD patients attending outpatient clinics (Guthrie et al., 2002; Nordin et al.,
2002; Simren et al., 2002; Porcelli et al., 1994; Andrews et al., 1987) suggests rates in the
survey sample are greater. Further research involving a case-matched control group is
needed to establish with greater certainty whether parents with IBD are more distressed

than people without the condition and people with IBD who do not have parenting
responsibilities.

Factors that influence parents’ psychological distress

Given that anxiety and depression were so prevalent in the survey sample, regression
analysis was used to test a conceptual model of factors that influence the level of distress
experienced (see Chapter 9 for details of model). This revealed that 65% of the variance
in HADS depression scores could be explained by variables available from the survey.
After controlling for a number of other variables (socio-demographics, family support,
whether the parent had another iliness, and being prescribed medication in the last year),
the significant predictors were perceived IBD-related health status, parenting difficulty,
and the interaction between family support and parenting difficulty. Increases in perceived
IBD-related health status were associated with decreases in depression and increases in

parenting difficulty were associated with increases in depression. In relation to the
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interaction, when parenting difficulty was low, family support made very little difference to
parental depression. However, when parenting difficulty was high, support from others in
bringing up their child/ren greatly reduced parental depression. In other words, the data
supports the stress-buffering theory of social support (Underwood, 2000). In addition to

this, there is evidence that parenting difficulty was a partial mediator of the relationship
between perceived |BD-related health status and depression.

In recent years, researchers have pointed out that it is crucial to take families’ social and
financial circumstances into account when assessing the impact of parental illness on
parenting capacity and children's adjustment, since such factors may have-!more
relevance than their diagnosis or condition (Newman, 2003; Rintala, et al., 2000).. It is
therefore noteworthy that significant predictors of depression were found after contrblling

for financial difficulties, suggesting psychological distress is not simply the result of
poverty.

In summary, the results of the regression analysis on depression are in line with
hypotheses developed from the qualitative research as to factors that influence parental
distress. However, it is important to bear in mind that the research is cross-sectional and

therefore significant results only indicate an association between variables, not that one
factor causes another.

When regression analysis was applied to HADS anxiety data, parents’ anxiety was not
well explained by the conceptual model. Only 25 per cent of the variance in HADS
anxiety scores was explained by variables available from the survey. After controlling for
other variables (parent's financial situation, work situation, family support, and whether
s/he had another illness), only perceived IBD-related health status had a significant effect
on anxiety, with decreasing symptoms associated with decreasing anxiety. However, as
in the model of parental depression, the direction of effect remains uncertain, and it is
equally possible that anxiety leads to deterioration in parent's perception of their health.
Clearly the model only goes a small way to explaining anxiety in parents with 1BD, and
any future research needs to explore other factors. For example, it is worth remembering
that steroid therapy may influence mood (Rampton, 1999). Other possibilities include
nutrition, with one study of IBD patients finding that levels of state anxiety and depression
were significantly higher in under-nourished patients (as assessed by body mass and
preservation of fat) (Addolorato et al., 1997).
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Regression analysis was also used to examine the relationship between parenting
difficulty and the age of a parent's child/ren since both the qualitative research, and
previous studies involving parents (Barlow et al., 1999; Hilton, 1996; Grimshaw, 1992;
Hilton and Elfert, 1996), suggests parents’ difficulties are greatest with pre-school
children. The analysis did find a small significant association between the age of the
youngest child in the family and parenting difficulty, with increasing child age associated
with less difficulty. However, when the data were tested to see if child age moderated the
effect of the parent’s iliness on parenting difficulty, no such effect was found. In others

words, parents of older children had less difficulty with parenting tasks, irrespective of
their health.

It is important to note that the survey failed to support one hypothesis developed as a
result of the qualitative research and supported by previous research with parents (Smith
and Soliday, 2001; Barlow et al., 1999; Grimshaw, 1992); that parent's sex moderates the
impact of parenting difficulty on parent's anxiety/depression. It is possible that this is due
to the survey sample, which included only a small proportion of fathers with IBD. In
addition, fathers who took part may not be representative of the general population of
fathers with |BD, being particularly motivated to take part in the research.

Finally, it should be acknowledged that pathways other than those tested might have an
effect on anxiety and depression. As discussed in Chapter 2, there is research evidence
to suggest that perceived stress is associated with increases in IBD disease activity,
which in turn is associated with increases in anxiety and depression (Searle and Bennett,
2001). Therefore, it is possible that parenting difficulty (a perceived stress) increases
symptoms of [BD, which in turn leads to depression/anxiety. Feelings of

depression/anxiety may in turn making it more difficult to carry out parenting tasks (see
Figure 13 for summary).
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Figure 13: Transactional model of the relationship between disease activity, parenting
difficulty and depression/anxiety

Parenting
difficulty

Perceived

Depression/
symptoms

Anxiety

v

Parents’ support needs

The survey revealed that parents’ greatest need was for psychological support. More
specifically, parents said they needed advice on stress management (72.1%), and an
opportunity to talk to a counsellor about coping with IBD (53.8%). The need for
psychological support is not an issue raised in the pre-existing, though admittedly small,
body of research on the support needs of parents with an iliness/disability. However, the
existing research is concerned largely with disabled parents, who might be expected to
have different needs from parents with IBD. The findings do fit with the large proportion of
survey respondents reporting anxiety and depression, and the fact that many parents
recognised that their anxiety about the embarrassing nature of IBD symptoms had an
impact on family life, limiting their willingness to leave the home. In addition, the high
priority given to stress management is not surprising when it is considered that many
people with IBD believe that stress plays a role in exacerbating their condition (McColl et
al., 2004; Nightingale, 2000; Theis and Boyko, 1994). It also fits with a recent consultation
exercise with NACC members who have UC, which found that their main research priority

was to find ways in which people could be helped to cope with their illness, including
ability to cope with stress (McColl et al., 2004).

Aside from psychological support, the majority of parents (67.4%) had a need for disabled
parking in order to be able to get to a toilet quickly. Other support needs endorsed by
more than 50% of respondents included information and advice on the effects of IBD on
family life (64.3%). Similar to parents with cancer (Barnes, 2000) and PD (Grimshaw,
1992), parents also had a need for help with explaining their condition to their children,
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with §9.9% saying they needed a booklet which explains IBD to children and 57. 6% that
they needed advice on explaining IBD to their child.

The research evidence indicated that on the whole these needs were not being met.
When asked about unmet needs (i.e. ‘Need this and not getting it'), more than fifty per
cent of respondents had an unmet need for advice on stress management (65.7%), a

booklet which explains IBD to children (55.8%), access to disabled parking (55.2%) and
advice on explaining IBD to their child (54.1%).

As might be expected, given that mothers reported significantly more responsibility than
fathers for child care and household chore, mothers had significantly more need for
support in a number of areas. These included access to disabled parking, help with
explaining IBD to their children, an opportunity to talk to a counsellor, time to recover from
treatment before being sent home from hospital, help with housework, someone to look

after their child while attending hospital on an inpatient or outpatient basis, and
information and advice on pregnancy.

When differences according to the age range of children were examined, parents of pre-
school aged children had the greatest need for information on the effects of IBD on family
life, an opportunity to talk to other parents with IBD, an opportunity for the family to meet
other families in a similar situation, information and advice on the effects of IBD on
pregnancy, and for someone to look after their child when having hospital appointments.
In line with recent research and briefing papers which have highlighted the difficulties
disabled parents have transporting their children to and from school (Morris, 2004a;
Wates, 1997, Association of Disabled Parents in Norfolk, 1996), a substantial proportion
of parents of primary school-aged children (44.6%) had a need for help with this task.
Given that many people with IBD find their symptoms are worst in the morning, getting
children to school is likely to be particularly problematic.

Clearly there is room for improvement in the support offered to parents. An important
issue uncovered by the qualitative research is that parents tended not to discuss their
situation with others, preferring instead to ‘keep it within the family’, with embarrassment
about the symptoms of IBD preventing many from disclosing that they had the condition to

others. In other words, in some cases lack of support from service providers may be due
to them being unaware a parent needs help.
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13.4.2 Findings on children

The impact of parental IBD on children

The survey of young people who had a parent with IBD found that they were doing well in
many aspects of everyday life. Overall they had an active social life, and were no different
from a British community sample in terms of their involvement in organised social
activities for young people, how much time they spent with peers, and how often they
went to visit a friend in their home. This finding may seem at odds with the fact that
organising social activities was rated as one of the tasks parents had most difficult with.
However, the qualitative research offers an explanation, with children reporting that
although their parent might not be able to take part in social activities, they could still go
out with the other parent, relatives, and family friends. Furthermore, the survey of young

people was based on 11-16 year olds, who are not as dependent as younger children on
their parents organising their social life.

Although the survey findings on young people’s social life were generally positive, young
people were significantly less likely to have friends to visit them at home than the general
population, a finding that fits with the suggestion by some parents in Study 1 that

embarrassment about having a ‘smelly parent’ made it uncomfortable for children to have
friends in the house.

The survey suggested children's responsibilities within the home were not particularly
onerous. When asked about the type of tasks they were involved with, everyday
household tasks were reported most frequently. Just over half (51.4%) of young people
had stayed at home to make sure the parent with IBD was alright, but this was a fairly rare
occurrence, with most saying they only did this ‘sometimes’. When given the opportunity
to list any other things they did to help, only a few described tasks directly related to the
parent’s condition, such as calling an ambulance, talking to doctors, helping the parent to
have a drink, or providing emotional support. The majority of 11-16 year olds felt that they
did about the same around the home as their peers, and most (82.4%) spent less than
three hours a week doing chores. The fact that young people seemed not to be heavily
involved in household tasks may seem surprising given that parents reported that
domestic chores was the parenting task they had most difficulty with. However, in the
qualitative research, children explained that, as in previous research on MS (Blackford,
1995), sometimes chores were simply left until the ill parent was well enough to deal with
them. In addition, children said the other parent often took over household tasks. Given

that the survey sample consisted predominantly of two-parent households, the later
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approach was possible for most families. An attempt was made to test whether the extent
to which children got involved in household chores, and their perception of how much they
did compared to peers, were associated with whether they lived in a single parent

household. Unfortunately, the small number of single parent families involved in the
survey prohibited the analysis.

It was rare for survey participants to report disruptions to school attendance because of
the parent’s iliness. One reason may be that young people were not heavily involved with
household tasks or caring roles. Furthermore, the survey was based on 11-16 year olds,
who are not as reliant as younger children on parents transporting them to and from
school. If the survey had included younger children, findings may have been different.

Previous qualitative research has suggested both that parental illness can lead to closer
relationship between the parent and child (Lundwall, 2002; Barlow et al., 1999; Wates,
1997; Grimshaw, 1992; le Gallez, 1993; Nelson et al., 1994, Allaire, 1988; Lewis et al.,
1985), and to increased strain in the relationship (Deatrick, 1998; Rehm and Cantanzaro,
1998; Hilton and Elfert, 1996; Blackford, 1995; Nelson et al., 1994; Craft, et al., 1993;
Grimshaw, 1992). In this research, findings were similar in that both parents and children
involved in the qualitative studies reported that parents could be irritable or withdrawn
during periods when they were unwell, but some also felt they were closer as a family
because of their experiences. While there may be periods of difficulty in the relationship
between parent and child, the survey found that overall most young people had a good

relationship with their parents, with quarrelling infrequent and talking about things that
matter frequent.

In line with previous research (Lundwall, 2002; Smith and Soliday, 2001; Barlow et al.,
1999; Thorne et al.,1990; Allaire, 1988, Friedlander and Viederman,1982), parents
involved with Study 1 felt that a positive consequence of having a parent with an iliness
was that their children were more caring towards others, particularly those who were
unwell. In the survey, this hypothesis was investigated using data from the prosocial sub-
scale of the SDQ. This sub-scale includes items on the extent to which a child is
‘considerate of other people's feelings’, ‘shares readily with other children (treats, toys,
pencils etc.)’, ‘helpful if someone is hurt, upset or feeling ill, ‘'kind to younger children’, and
‘often volunteers to help other people (parents, teachers, other children), so clearly taps
into behaviours parents thought might be effected. Unfortunately, since parent-reported
and self-reported SDQ prosocial behaviour scores were not normally distributed, it was
not possible to test whether any differences between the survey and a British community
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sample (Meltzer et al., 2000) were statistically significant. However, comparison of the
scores suggested they were not substantially different.

Despite the fact that many aspects of children's everyday life seemed to be unaffected by
their parent having IBD, there was one area of concern. A high proportion of children
were experiencing emotional and behavioural difficulties that met the clinical cut off for
being a psychiatric case. In the survey of young people aged 11-16 years, 17.6%
reported that they were experiencing case difficulties (4.1% definite, 13.5% probable).
When parents were asked about their children aged between 4 and 16 years, 30.7% of
the children met the clinical cut-off for case level difficulties (18.9% definite; 11.8%
probable). As discussed before, such prevalence rates must be treated with caution since
screening questionnaires overestimate the number of people with difficulties (Clark and
Harrington, 1999). Nevertheless, the findings are worrying since the proportion meeting

case criteria are significantly and substantially higher than in a British community sample
(Meltzer et al., 2000).

One factor to take into account in reporting these prevalence rates is that a high
proportion of children in this sample had a parent with moderate to severe anxiety or
depression. Research reviews consistently find that children are adversely affected by
their mother’s depression (see Goodman and Gotlib, 1999; Cummings and Davies, 1994)
and it is possible that the parent's psychological distress may have impacted on child weli-
being. Bivariate analysis revealed statistically significant associations between parent-
reported SDQ total difficulties scores and parental depression (r= 0.34, p<. 001), and
anxiety (r=0.30, p<. 001), as well as a significant association between self-reported SDQ
total difficulties scores and parental depression (r=0.32, p=.02).

In addition to this, as suggested by previous research (Najman et al, 2000), anxiety
and/or depression may have affected the parent's perception of the child's behaviour,
causing them to be overly pessimistic in their responses to the SDQ. Unfortunately, it is
not possible to assess how realistic parents’ perceptions of their children are since data
on children’s emotional and behavioural problems were not gathered from other sources
(aside from self-report from 11-16 year olds). When the data were checked to assess the
level of agreement between parent and self-report, there was a Cohen's Kappa of 0.30
(p=.010). In most cases (55/71) they agreed as to whether the young person reached the
clinical cut off for caseness (probable and definite). However, in 11 cases the parent

rated their child as having case level difficulties when the young person did not. It was

less common for young people to report cases level difficulties when the parent did not
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(5/11). Whether or not parent-reported prevalence rates are wholly ‘accurate’, the findings

remain worthy of note given that it is the parent's perception of the child that is most likely
to lead to the family seeking out help from service providers.

Factors that influence children's emotional and behavioural difficulties
In order to understand which factors influence children’'s emotional and behavioural
difficulties, regression analysis was applied to the survey data. However, these analyses,

particularly the analysis of self-reported data, are best described as exploratory since they
were based on very small samples of children.

When regression analysis was applied to parent-reported SDQ total difficulties scores,
only 33 per cent of the variance in scores could be explained by variables available from
the parent's survey. After controlling for other variables (socio-demographics and the
parent iliness variables) the child’s age, parenting difficulty, and whether the child has an
illness, health problem or disability, were significant predictors. In keeping with the
qualitative research, increases in child age were associated with a reduction in parent-
reported emotional and behavioural difficulties. Both the child having an illness, health
problem or disability, and increases in parenting difficulty, were associated with an
increase in parent-reported difficulties. Unfortunately, the cross-sectional nature of the
study means that the direction of the relationship between these variables remains
uncertain, and it is possible that the child’'s emotional and behavioural difficulties leads to
parenting difficulties. This finding differs from research on children who have a parent
with cancer (Grant and Compas, 1995; Compas et al., 1994; Howes et al., 1994), in which
psychosocial difficulties increase with age. One possible explanation is the fact that,
unlike cancer, IBD is not a life-threatening condition. Therefore, while in the cancer
situation older children who have a greater understanding of the iliness may appraise the
parent’s iliness as highly threatening, when a parent has IBD the development of a better
understanding of the illness should result in a reduction in appraisals of threat.

It is worth noting that although, as previously discussed, parental anxiety and depression
were significantly associated with parent-reported SDQ total difficulty scores, once the
aforementioned variables were entered into the model, parental anxiety and depression
were not significant predictors. This is not surprising given that were was a significant
association between parenting difficulty and parental anxiety (r=. 36, p<. 001), and
between parenting difficulty and depression (r=. 63, p<. 001), and suggests that parenting

difficulty may mediate the relationship between parental distress and the child's emotional
and behavioural difficulties.
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When regression analysis was used to identify predictors of self-reported SDQ symptom
scores, a much wider range of variables available from the young people's survey were
included in the model. Despite this, only 36.5 per cent of the variance in scores was
explained by variables available from the survey of parents and young people. After
controlling for whether the child has an iliness, health problem or disability, only the
frequency of talking to their father, and the frequency of arguing with their mother, were
significant predictors. As the frequency with which young people talked to their father
about things that matter increased, self-reported SDQ total difficulties scores were

reduced. As the frequency with which a young person argued with their mother

increased, self-reported SDQ total difficulties scores increased. Since most of the parents
with IBD were mothers, this suggests frequency of arguing with the ill parent and talking
with the well parent are predictors of children’s difficulties. Once again, it is not possible
to be certain of the direction of the association between these variables. It is possible that

a child having emotional and behavioural difficulties results in increased quarrelling and
reduced talking between the parent and child.

Once again, although parental depression was associated with the child's self reported
SDQ total difficulties scores, parental depression was not a significant predictor once the
aforementioned variables were entered into the model. Given that parental depression
(which usually represents maternal depression due to the sex distribution of the sample)
was associated with frequency of arguing with mum (r= -.26, p=.046), it is possible that

arguing with Mum mediates the relationship between parental depression and children’s
emotional and behavioural difficulties.

The later findings runs contrary to parents' expectations. Although participants in Study 1
acknowledged that mothers and fathers with IBD were likely to be irritable due to the

condition, they considered it a minor issue for the child compared to the impact of IBD on
a parent's ability to care for the child. However, the results do fit with previous research
with parents with cancer, which found an association between the quality of the child's
relationship with the non-ill parent and the child's psychosocial adjustment (Lewis et al.,
1989; Steele et al., 1997a), and with the wider literature on child and adolescent resilience
and invulnerability to stress, which finds that nurturing from alternative caregiver is
protective in families in which a parent is absent or incapacitated (Werner, 2000).
Furthermore, the fact that the regression analysis suggests parenting difficulty is less
important than the relationship between the parent and child may reflect the fact that few
parents in this study had very severe difficulty with parenting.
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A number of elements of the conceptual models outiining predictors of children's
emotional and behavioural difficulties were not supported by the regression analyses.

First, there was no evidence to support the hypothesis that frequency of hospitalisation

was a major determinant of children's adjustment. With hindsight, a more sensitive
measure, tapping into whether the child had visited the parent in hospital and, if so,

whether they had been distressed by the visit, should have been used.

Second, in the analysis of self-reported difficulties, the child’s perception of the severity of
the parent's iliness, a factor found to predict children’s adjustment in previous research on
parental illness (Nelson and While, 2002; Compas et al., 1996; Compas et al., 1994), did
not emerge as significant predictor. However, it is too early to conclude that this factor is
not a predictor of children’s adjustment to parental IBD. In this study, similar to Compas
and colleagues, the child's perception of iliness severity was assessed very simply, using
a single item, with four responses options ranging from “not at all serious’ to ‘very serious’.
Further research involving a more sensitive measure may produce different findings.

Third, in the regression analysis of both parent and self-reported emotional and
behavioural difficulties, it was hypothesised that social support would have a moderating
role, reducing the impact of other factors, such as parenting difficulty, on the child. No

such effect was found. However, social support was assessed using a measure of

support offered to parents. An effect may have been detected if the social support
available directly to young people had been assessed.

Finally, it is possible that the results were affected by the regression analysis being carried
out on such small samples (N = 113 for the regression analysis of parent-reported data, N
= 38 for the regression analysis of self-reported data), thereby increasing the probability of
Type |l errors, and reducing the possibility of detecting effects.

Children’s support needs

Within the wider literature on parental iliness, one of the main issues of concern in relation
to supporting children is whether it is beneficial to talk to children about the parent's
illness. It was therefore important that this issue be investigated in this research. In Study
1, there was no consensus amongst parents as to whether or not children should be given
information about IBD. In Study 2, there was some evidence to suggest that children
benefit from information, particularly when a parent is in hospital. Just as reported in
Craft's (1993) study of children whose parent was admitted to a medical or cardiac

intensive care unit, children said visits to parents in hospital reduced worry, and medical
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equipment became less frightening when its purpose was explained to them. The survey
produced only limited evidence to support the hypothesis that providing information is
beneficial. Data on the extent to which children had talked to their parent about IBD was
only available for the 11-16 year olds who had taken part in the young people's survey.
However, this variable was assessed very crudely, using a single item with three response
options. This, combined with the small sample of children, meant there was little variation
in scores. It was therefore not surprising that, although there was a significant association

between the extent to which young people had spoken to their parents about their illness
and self-reported emotional and behavioural difficulties, this was small (r=-.27; p=.05). As

a result, the variable was not selected for inclusion in the regression analysis. Research
involving a larger sample of children, and a more thorough assessment of communication
within the family, is needed before any firm conclusions can be drawn about whether
providing children with information about the parent's iliness affects their well-being.
Whether or not there are benefits in terms of psychological well-being to providing
information, the survey of 11-16 year olds suggests that young people are in favour of
being given information, with 81.7% saying they had a need for information and advice
about their parent's health. In most cases, young people had access to sufficient
information, but over a third (36.6%) had an unmet need for information and advice.

Young people had few other support needs. Although 50.7% of survey respondents said
they needed someone to talk to about their parent’s health, in most cases this need was
met. Just 14.1% had an unmet need for someone to talk to. Only a small proportion felt
they had a need to meet other young people whose parent was unwell, or had a need for
help around the home (17.1% and 19.7% respectively). The fact that so few wanted to
meet young people whose parent is unwell is noteworthy given that researchers
investigating other conditions have proposed that such support might be useful
(Grimshaw, 1992; Rosenfield, 1983). However, these recommendations are based on
suggestions by parents and young people made during the course of qualitative research.
It may be that if these researchers had gone on to investigate the extent of demand for
such support, they too would have found that the need for such interventions is not high.
Finally, in relation to all of the findings on young people’s support needs, it is important to
bear in mind that the findings only represent the views of 11-16 year olds. The needs of
younger children may differ. In particular, given that the qualitative research suggests

younger children have a more limited understanding of IBD, their need for information and
advice may be greater.
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13.5 Reflections On Theoretical Frameworks

This research was guided by primarily by the transactional model of stress and coping
(Lazarus, 1999; Lazarus and Folkman, 1984), supplemented by the family-systems illness
mode! (Rolland, 1999, 1984), and the resource-based approach to intervention (Dunst et
al. 1988). In this section, two issues are discussed: the usefulness of adopting these
theories and the extent to which the findings fit with, and add to, the frameworks.

13.5.1 Reflections on the usefulness of the frameworks

As discussed in Chapter 1, by adopting the transactional model of stress and coping
framework as the primary theoretical framework, the research focused on the experiences
and needs of individuals, namely parents with IBD and their children, rather than the
family unit. In the qualitative research this meant that parents and children were
interviewed separately, which proved advantageous for two reasons. First, participants
spoke about issues that they may not have felt comfortable discussing together. For
example, parents talked about the symptoms of IBD, the extent to which they sometimes
struggled with everyday life, feelings of anxiety and depression, uncertainty as to whether
their child's complaints of gastrointestinal problems were genuine, and worries about their
child inheriting 1BD. All these issues are unlikely to have been discussed in such depth if
parents had taken part in a joint interview with their children since many spoke of how
important it was to them not to worry their children, and some limited the information they
gave their children about IBD. The qualitative research with children also produced data
that might not have been elicited if children had been asked about their experiences in the
presence of parents. For example, the fact that children sometimes kept their feelings of
upset, worry and anger hidden from their parents, and that some felt guilty about their
parent's condition, believing it was linked to stress and the parent taking on more
responsibility for childcare than they could manage.

A second advantage of interviewing parents and children individually, rather than carrying
out family interviews, was that the research revealed differences in how parents and
children perceived the effects of IBD on family life, and in their support needs. For
example, as discussed above in section 13.3, although parents were upset by their
inability to take part in family social activities, many children, particularly adolescents,
were not greatly concerned about the matter. In relation to support needs, while parents
wanted help in a wide range of areas, children reported that they had little need for
support, aside from being given information about their parent's condition.
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The theoretical frameworks also influenced the nature of the research questions posed,
particularly during the qualitative phase. Both the transactional theory of stress and
coping and the family-systems illness model resulted in efforts to investigate how parents
and children perceive IBD, and when it is problematic, why this is the case.

Understanding such matters was an essential to the development of the

recommendations on how best to support parents with IBD and their children, which follow
later in this discussion. In addition, the adoption of the transactional model of stress and
coping meant considering the way people coped with stressors. This was useful in that,
instead of the research focusing solely on the extent to which parents with IBD and their
children need help, it is acknowledged that, in many cases, parents and children are
successfully managing many of the difficulties they encounter.

The resource-based approach to intervention highlighted the importance of asking parents
with IBD and their children for their views on how they might best be supported. Without
this model it might have been tempting to base recommendations solely on data about

parents’ and children’s difficulties, only to find at a later date that there is little demand for .

the recommended interventions. For example, the research found that emotional and
behavioural difficulties were more prevalent amongst children than in a British community
sample. Based on this information, it would be reasonable to suggest the development of
psychosocial interventions, such as those developed for children who have a parent with
cancer (see Chapter 4, section 4.3.2). However, in this research, when parents aqd
children were asked about the types of support they wanted, although there was a
demand for psychological support for parents, there was no such demand for children.

Despite the advantages described above, there was one major difficulty with adopting
Lazarus and Folkman's transactional approach to stress and coping. Within this
framework it is accepted that there are likely to be extensive mediational and reciprocal
feedback loops within the stress and coping process. Unfortunately, as warned by
Lazarus (1999), it is difficult to test such complex models. In this research, relatively
simple linear models of factors that predict parent's psychological distress, and children's
emotional and behavioural difficulties, were developed and tested using regression
analysis. On reflecting on the findings, it is acknowledged that pathways other than those
tested are possible (see sections 13.3.1 and 13.3.2 above). In order to better understand
the relationship between the various variables implicated in parent's psychological
distress, and children’s emotional and behavioural difficulties, it would be useful to carry
out a longitudinal study, with a sample sufficiently large to allow extensive statistical
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testing. Unfortunately, such a study could not be accommodated within the financial and
time constraints of this thesis.

13.5.2 How the findings fit with the theoretical frameworks

In Chapter 3, a number of predictions were made about the impact of 1BD on parents and
their children based on the three theoretical frameworks. Below the extent to which the

findings fit with these predictions, and are generally in line with the frameworks, are
discussed in turn.

The transactional theory of stress and coping

As might be expected, symptoms of IBD made parenting more difficult for individuals.
However, the transactional theory of stress and coping suggests that the extent to which
this is ‘threatening’ or ‘challenging’ to a person will vary according to whether being a
‘good parent' is an important goal to the individual. In line with this prediction, the
qualitative research found that parenting was a more pertinent issue to mothers than to
fathers, with fathers able to hand over responsibility for childcare during times of iliness,
and, as a result, mothers spoke frequently about feelings of depression brought about by
difficulty with the parenting role. In contrast, when fathers spoke about negative feelings,
they were often related to having to give up employment. Based on these findings, it was
hypothesised that the parent's sex moderates the impact of parenting difficulty on parent's
psychological distress. However, the regression analysis revealed no interaction effect. It
is possible that this negative finding reflects the fact that fathers who took part in this study
placed particular importance on their role as parent. Further research involving different
samples, and including an assessment of how important involvement in childcare is to the
individual, is needed before conclusions can be drawn as to whether there are differences
between mothers and fathers in how they respond to parenting difficulty, and if so,
whether this is due to the value place upon being a parent.

The transactional theory of stress and coping also suggests that when resources for
coping are limited, threatening situations are more likely to lead to distress. In keeping

with this, the regression analysis of survey data found that when social support was

limited, difficulty carrying out parenting tasks was more problematic for parents, leading to
increased feelings of depression.

In relation to children, as predicted, the qualitative research suggested that older children
appraised the parent's IBD as less threatening than younger children, due largely to
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having a better understanding of the condition, but also because they were less reliant on
their parents for their social life. It is therefore not surprising that the quantitative research
found age was a significant predictor of children's emotional and behavioural difficulties as
reported by parents, with older children less likely to have difficulties. In addition, in
keeping with the transactional theory, the regression analysis found that when young
people had the resource of a good relationship with the well parent, in which they talked
frequently, they were less likely to report emotional and behavioural difficulties.

The family systems-iliness model

The family systems-iliness model proposes that iliness can incapacitate an individual
through the social stigma associated with the condition, and that unpredictable illnesses
are a significant source of strain on families, making it difficult to plan for the future
(Rolland, 1999). As discussed before, the findings of the qualitative research were in line
with this, highlighting the considerable impact that embarrassment about the symptoms of
IBD can have both on the individual, and on family life, so that even when they were
symptom free, quality of life could be impaired because parents were unwilling to risk
planning or taking part in social activities. In addition, the research indicated that social
stigma can also affect other members of the family, with the qualitative research
suggesting that embarrassment about having a ‘smelly’ parent reduced the child’s
willingness to have visitors in their home, and the survey of young people confirming they
were less likely to have friends visit their home than is reported in community samples.

Finally, as predicted due to the episodic course of the condition, there was little evidence
of role reallocation.

The family-systems illness also model suggests that the demands an iliness places on a
family vary according to the family life cycle, with greatest difficulty experienced when a
chronic iliness develops during the child-rearing years. In keeping with this, both the
qualitative research and the regression analysis of survey data found that parents with
IBD experience more difficulty with parenting younger children. However, in the
regression analysis, iliness severity did not interact with the child’s age. In others words,

severe illness did not create any more difficulty for parents with IBD who had young
children than it did for parents of older children.

A number of factors may have contributed to this failure to detect an interaction effect.
First, the illness variables used in this analysis - the SIBDQ, whether prescribed
medication in the last year, and presence of another illness, may not have been good
enough indicators of illness severity. The SIBDQ asks specifically about symptoms over
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the previous two weeks. As discussed previously, since IBD is such a fluctuating

condition, this means responses to the measure may not be representative of experiences
over longer time frames. Being prescribed medication over the previous year is unlikely to
be a useful way of discriminating between those who do and do not have severe IBD
since most survey respondents (89.8%) were prescribed medication. In addition, simply
because a parent had an iliness other than IBD does not necessarily mean that they were
more unwell. Another explanation for the failure to detect an interaction effect may simply
be that the study was not sufficiently powerful, being based on samples of between 147
and 151 parents. In summary, further research is needed before any firm conclusions

can be drawn about whether illness severity interacts with child's age to predict parenting
difficulty.

The resource-based approach to intervention

The resource-based approach to intervention warns that availability of support from
intrafamily and extrafamily resources is not sufficient for families to utilize it. The
qualitative research with parents found that a number of factors highlighted by the model,

such as response costs, dependability, and indebtedness, did act as a barrier to parents
with IBD accepting help from others.

13.6 Recommendations On Supporting Parents With IBD

Overall the findings from the research, particularly the survey, indicate that, in this sample
at least, parents’ main need is for support with psychological stress and distress. First,
parents’ response to the HADS suggested that substantial proportions are at risk of
having case level anxiety and depression. Secondly, parents themselves rated advice on
stress management as their highest priority in relation to support, with 72.1% reporting
that they had a need for this type of intervention, and 65.7% indicating that this need was
unmet. A further 53.8% reported needing an opportunity talk to a counsellor about iBD,
and in 45.6% of cases this need was unmet. Service providers can intervene at two
levels. First, to prevent psychological distress from arising. Second, to help those who
are already feeling anxious or depressed. Drawing on the thesis findings, and existing

research, the way in which service providers can help with these tasks is discussed in
further depth below.
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13.6.1 Helping parents to avoid feelings of stress and distress

The main purpose of applying regression analysis to the survey data wés to try to
understand which factors influence the level of anxiety and depression experienced by
parents, and so identify ways in which service providers can intervene to reduce the
likelihood of parents becoming distressed. This analysis identified a number of significant

predictors of anxiety and depression, including perceived IBD-related health status and
parenting difficulty, which deserve consideration.

Improving perceived health status

Given that parents’ perceived IBD-related health status was a significant predictor of both
anxiety and depression, it is possible that by supporting parents in ways that improve
health, clinicians may in turn reduce psychological distress. Needless to say, health
professionals already work hard at alleviating patients’ symptoms and improving their

quality of life. However, the research points to areas where they could provide further
assistance.

First, for some patients with UC it may be appropriate to consider having an ileostomy to
reduce symptoms and improve quality of life. It was clear from Study 1 that people who
had an ileostomy found it very beneficial in terms of coping with family life. However, it
was also apparent that opting to have an ileostomy was a difficult decision to take, and
that parents valued being given the opportunity to meet others who had gone through the
process. Such findings support the setting up of a ‘buddy system’, as adopted in some
centres for the treatment of IBD, in which people who have received an ileostomy or
undergone pelvic pouch surgery are asked to volunteer to be matched with new patients
who are candidates for the surgery (Maunder and Esplen, 1999).

Second, parents spoke of how parenting responsibilities may hinder recovery from flare-
ups and surgery. It is therefore important that health professionals discuss home
circumstances with the patient, encouraging them to seek support from family and friends.
Where there is likely to be little opportunity for rest at home, one possibility is parents’
suggestion that they be given time to recover from treatment before being sent home from
hospital. Other possibilities include trying to secure respite services, domiciliary help, or
childcare while the parent convalesces. Unfortunately, obtaining such help is unlikely to
be straightforward. This issue is discussed further in the next section of the discussion.
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Clearly the control of symptoms is not the sole responsibility of the health professional; the
patient also has a role to play. As Barlow (2002) has pointed out, the reality of chronic
disease is that over time responsibility for day to day disease management gradually
shifts from the healthcare professional to the individual. The question than is to what
extent can parents be enabled to manage their own condition effectively? Unfortunately,
those who have reviewed psychological interventions aimed at improving the health status
and quality of life of patients with IBD have concluded that such interventions are not
effective (Levenstein, 2002; Searle and Bennett, 2001; Schwarz and Blanchard, 1990).
Levenstein (2002) goes as far as to encourage clinicians not to waste time, resources and
energy on psychologically orientated therapies unless there is a clear indication that
psychological factors play a role in the course of an individual's disease. Since these
reviews were undertaken, further interventions aimed at improving self-reported health
status, including the provision of educational materials on 1BD (Borgaonkar et al., 2002;
Kennedy and Rogers, 2002), and self-management package for patients with UC (McColl
et al., 2004), have been trialled. Despite the fact that participants often speak positively of
such interventions, all have proved unsuccessful in improving perceived health status. It is
worth bearing in mind that the effectiveness of such interventions are judged on changes
in quality of life measures. With a condition such as IBD, a sudden flare up in the patient's
condition can have a very strong effect on scores on such measures, resulting in a
negative finding, despite the fact that a psychological intervention is not expected to
prevent such flare ups. Results might also have been negatively influenced by difficulties
obtaining a sample sufficiently large to detect the effects of the intervention. Until
research demonstrates that such interventions improve patients’ quality of life, and are
cost-effective, patients are unlikely to be routinely offered self-management programmes,
even if they consider them to be worthwhile.

Reducing parenting difficulty

The need for parents to receive help with parenting tasks when they are convalescing has
already been discussed. However, there is a second reason why it may be important to
offer people with IBD help in their parenting role; the regression analysis suggested
parenting difficulty partially mediates the association between perceived IBD-related

health status and depression. In other words, by supporting people with parenting it may
be possible to reduce depression.

Unfortunately, it has been suggested that many professionals involved with chronically ill
patients are reluctant to discuss parenting issues for fear of distressing their patient
(Altschuler and Dale,1999). In Study 1, a number of parents said they did not always tell
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others when they were experiencing difficulties, and those who had received support from

‘midwives and health visitors had only done so because the professional had noticed they
needed help. Therefore professionals do need to be proactive in checking whether
parents want assistance. Given that patients are most frequently in contact with GPs,
gastroenterologists and specialist nurses in gastroenterology clinics, these ére the most
obvious groups of professionals to take on this role. To help with this task, it might be
useful if a brief screening questionnaire was developed. .

In the prediction of depression, social support was found to interact with parenting
difficulty so that, even if parents were experiencing a lot of difficulty with parenting tasks, if
support was available to them, the level of depression was greatly reduced. Therefore,
when a parent is experiencing difficulties, one of the first steps may be to explore what

resources they have available to them for managing the situation within their informal
network of friends and family.

Securing help from partners depends on them understanding and accepting 1BD and its
impact on family life. As parents in Study 1 pointed out, it cannot be assumed partners
will respond in this way. In the survey a small, but noteworthy, proportion of parents felt
their partner had an unmet need for information and advice on IBD (20.6%) and someone
to talk to about them -having IBD (23.8%). Another option might be for health
professionals to encourage partners to attend clinic appointments so that they are
involved in discussions about the management of the condition and implications for family

life. Offering such support obviously has implications for practitioners’ time. Again, this
may be a role that can be undertaken by specialist nurses.

Many parents who have an illness or disability find it difficult to ask for help from informal
sources of support due to not wanting to be a burden to others (Fitch, et é_l.. 1999; Wates,
1997) or jeopardise friendships (Allaire, 1988). For parents with IBD the situation may be
further complicated by the fact that many find it difficult to discuss IBD due to the social
stigma associated with symptoms. Therefore, an important task for health professionals
regularly in contact with parents who have IBD is to help them overcome any feelings of
embarrassment. Parents may also benefit from resources to help them explain the
condition to others, such as the brief guide on IBD produced by NACC.

If the support parents need is not available from family, friends and the school community,
parents may want to consider accessing help, such as domiciliary care, child day care,
adult respite, and transport, from social services and local education authorities. If they
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are offered help, it seems likely that, in line with research with disabled parents, they will
favour direct payments (cash in lieu of services) so that they have some control over who
cares for their children and when help is provided (Olson and Tyers, 2004). However,
such help may not easily be obtained. When the Social Services Inspectorate
investigated support for disabled adults in their parenting role in 2000, there was
considerable variation between councils in the number and type of services provided to

disabled parents. Parents also had difficulty accessing the services due to lack of

information on what was available to them and the eligibility criteria, and the fact that
neither adult or child services saw it as their responsibility to support parents in their
parenting role (Goodinge, 2000). Since this report was published, the needs of disabled
parents have been highlighted by initiatives such as the JRF task force on ‘Supporting
disabled adults in their parenting role', and there is some evidence of a growing resolve
within social services to support disabled parents (Wates, 2002). Unfortunately, despite
these improvements, accessing services may be particularly difficult for parents with IBD.

First, parents with IBD are unlikely to be aware that support is available since they are not
generally in contact with social services. Second, in order to access support, there are
two main routes; through their child being assessed as ‘in need' under the Children Act
1989, or through community care legislation. For many parents, there is considerable
stigma to a child being assessed as ‘in need’ since it is associated with ‘child protection’
procedures (Morris, 2004b; 2003) and parents may not want to go through this process.
Under the alternative route — through community care legislation, in order to be eligible for
support a parent has to be legally defined as a ‘disabled person’. This is problematic for
people with I1BD for a number of reasons. First, since service providers often have very
little knowledge of IBD, they may not understand how it is possible for a person with the
condition to be disabled. Second, it is known that many people with 1BD do not apply for
disability benefits because they do not perceive themselves as disabled (Donnison and
Whitehead, 2004). Third, even if a person does apply for help, in order to prove they are
disabled they are likely to have to disclose detailed information on the very aspects of

their condition they find so difficult to discuss with others. Furthermore, accessing

mainstream services can also be complicated by the fluctuating nature of IBD, which
makes it hard to predict when support will be needed. Given these barriers, parents may
benefit from assistance in seeking help from social services and Local Education
Authorities. NACC already provide written guidance, and a telephone support line, to help
people with IBD making claims for Disability Living Allowance. They also encourage
people to use their telephone counselling service to talk over any emotional difficulties
caused by the process. It would be useful if a similar service could be developed to assist
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in obtaining support with parenting. This might include providing information on the

services available to people in their parenting role, assistance with applying for help, and
raising understanding and awareness of IBD amongst service providers.

13.6.2 Alleviating stress and distress

In situations where parents are already feeling distressed due to IBD, practitioners may
need to offer a psychological intervention, and it has been suggested that stress
management, relaxation training, self-hypnosis, and meditation training may all be useful
to people with IBD (Maunder and Esplen, 1999). Unfortunately, there is limited research
evidence on the effectiveness of such interventions in reducing distress in people with
IBD, and studies that have produced positive findings are methodologically flawed. For
example, in one of the earliest studies to suggest that stress-management might be
helpful, 14 patients with IBD received four sessions in which they were given a massage
and taught deep abdominal breathing techniques (Joachim, 1983). At follow up, they
reported increased ability to sleep, calm themselves, and to control pain. Unfortunately, no

control group was included, and standardised measures were not used to assess change
over time.

Milne et al., (1986) carried out a randomised control trial, in which 40 patients attended a
series of six classes, lasting three hours each, on stress management. The control group
received no intervention. At four, eight and twelve month follow up, the intervention group
showed significant improvements on the Crohn's Disease Activity Index, and the IBD
Stress Index, whereas the control group did not. Unfortunately, the control and

intervention group were not matched for symptom severity, and the intervention group had
more active disease prior to treatment.

Schwarz and Blanchard (1991) carried out a small-scale randomised control trial
(treatment group included just 11 people) of a behavioural treatment package, which
included IBD education, progressive muscle relaxation, thermal biofeedback, and training
in the use of cognitive coping strategies. The intervention was on an individual basis and
ran over eight weeks. For the first four weeks, patients attended a one hour session twice
a week. During the final four weeks, they attended a session just once a week. In
addition, patients were encouraged to practice relaxation and biofeedback techniques on
a daily basis. Those who received the intervention perceived themselves as better able to

cope with IBD-related stress, reported less IBD-related stress and experienced less

depression and anxiety. However, since the majority of those who received the
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intervention had CD, and were more distressed at baseline, the findings may represent
pre-treatment differences between participants. It is also worth noting that participants in
this study were people who had contacted a centre for stress and anxiety disorders for
help, so are not representative of the general IBD population.

More recently in the UK, the ‘Challenge of Change’ stress management programme was
delivered, via a nurse-led counselling service, to IBD patients with mildly active disease
attending a gastroenterology clinic (Smith et al., 2002). The intervention aimed to teach
patients to detach themselves mentally from the anxieties surrounding their diagnosis. In
addition, patients were provided with booklets and educational videos on IBD, access to a
nurse counsellor, and were encouraged to contact a patient support group. Improvements
in mental health, as assessed by the SF-36, were found in patients with CD at six months,
but unfortunately they were not sustained at 12 months. However, it is important to bear
in mind that although the study was based on a larger sample than most (100 1BD
patients, 28 patients with psoriatic arthritis, and ‘50’ healthy controls), the investigators
acknowledge the sample size was not large enough to detect the effect sizes observed. It
is also possible that patients would have benefited from more intensive support; patients
received a mean of just 3.25 consultations with the nurse counsellor over a one year
period. Furthermore, IBD patients had HADS depression scores within the normal range.

Results may have been different if the interventions had been targeted at individuals in
greater need of psychological support.

Finally, in an uncontrolied study, 28 patients with UC or CD were enrolled in a 12 weekly
course of cognitive-behavioural therapy, which involved 90 minute group sessions per
week aimed at reducing psychological distress (Mussell et al., 2003). Most participants
were in remission when recruited and, on average, their symptoms of psychological
distress were not in the clinical range. Each session covered psycho-education about IBD
and the role of cognitions and emotions in generating distress, training in adaptive coping
strategies for disease-related and everyday distress, and progressive muscle relaxation.
Following the course, top up sessions were offered at three month intervals.
Assessments at baseline, and three, six and twelve month follow up revealed that
depressive symptoms and depressive coping styles decreased over time. However, this
effect was gender-related, with improvements in women only. For participants with UC,
disease related concerns were also significantly reduced at three month follow up.

Clearly the aforementioned studies suffer from a number of methodological problems,
including small sample sizes, lack of control groups, or control groups which are not

264




matched to the intervention group. Until more rigorous research is carried out, and the
effectiveness of interventions firmly established, psychological support is unlikely to be
provided within mainstream gastroenterology services. If any further interventions studies
are carried out, investigators should note that this thesis, and other research (McColl et
al., 2004, Joachim, 1994), suggests many people with IBD find it difficult to attend groups.

Given this situation is worth considering what the gastroenterology team can do within
existing services to reduce patients’ distress. Drossman (1988) encourages
gastroenterologists to take on a therapeutic role, in which the patient is helped to learn
about the illness, the way the individual responds to the iliness is acknowledged, and the
family is involved in treatment decisions. The evidence from this research suggests that
such an approach would be welcomed by patients, with participants in Study 1 speaking
positively about staff who took a holistic approach to their treatment, helping them to
prepare for important family events and giving consideration to their family circumstances
when arranging treatment. It would also be helpful if the gastroenterology team could
assist patients who feel they might benefit from help with stress management, and
counselling, in accessing services that are already available within the NHS, or through

voluntary organisations. In particular, it should be noted that NACC provide a telephone
counselling service, which is freely available to people with IBD.

13.7 Recommendations On Supporting Children

Data from the survey of young people suggested that in many areas of life, including
social life with peers, school attendance, responsibilities within the home, and
relationships with parents, young people were doing well, and do not need help from
service providers. The circumstances of younger children are less clear since the survey
did not collect data from this age group. However, one aspect of the research findings on

children of all ages is of concern. Based on both parent and self-report data, the

prevalence of emotional and behavioural difficulties amongst children is higher than found
within the general population.

Results of the regression analysis predicting such difficulties, though exploratory because
of the small sample size, point to a number of ways in which service providers may help to
prevent children from developing such difficulties. First, the regression analysis of self-
reported difficulties found that increases in the frequency of talking to father, and

reductions in arguing with mothers, were associated with reductions in children's
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difficulties. As discussed before, it is impossible to be certain of the direction of the
association between children’s adjustment and relationships with parents. However,
assuming that relationships with parents impact on the level of emotional and behavioural
difficulties children experience, since children involved in the qualitative research
explained that parents became cross, bad tempered, and withdrawn during periods when
unwell, efforts to alleviate symptoms of IBD may in turn have a positive affect on the child.
Furthermore, interventions discussed previously, aimed at reducing parents’ stress and

distress, are also likely to improve the relationship between the parent and child, and so in
turn help the child.

In relation to the regression analysis of parent-reported difficulties, first, since parenting
difficulty was a significant predictor of parent-reported emotional and behavioural
difficulties, it is possible that by helping parents with their parenting responsibilities service
providers will in turn be helping their children. The child's age was also a significant
predictor of parent-reported difficulties, with difficulties decreasing as the child's age
increased. The qualitative research with parents and children suggested older children
were less worried about their parent because they had a better understanding of IBD,
including the fact that it is not generally a life-threatening condition. If this is a reason for
age-related differences in outcomes for children, it suggests a need to provide children
with sufficient information about the parent's health to alleviate unwarranted worries and
fears. Research from both the qualitative and quantitative research indicates that parents
would welcome support in this area, with both advice on explaining IBD to children and a
booklet written for children given high priority when parents support needs were rank
ordered. Furthermore, the survey of young people found that, of all the types of support

suggested to young people, information and advice about the parent's health was the
most popular.

The qualitative research provided further evidence on the type of information children
want, with respondent's speaking of a need for answers to the following questions:

o What is happening to their parent?

o Why are they unwell?

¢ Why do they need to go to hospital?

o What is the best way to behave around a parent who is unwell?

266




Evidence regarding the issues that young people worry about also suggests they would
benefit from advice on the following:

e How likely is it that someone will inherit IBD from their parent?
o How likely is a parent to die from IBD?

¢ What happens during surgery?

e Why are they having specific treatments/medical interventions?
o How soon is Mum/Dad expected to return home from hospital?

From the parent’s point of view, it would be useful if service providers offered children
information on aspects of IBD parents find difficult to explain (ileostomies, being too tired

to do things, equipment in hospital, why you are not allowed to eat while on a drip, and
why you need to use a toilet so much).

If, as suggested by parents, information is provided through a book, care is needed with
the content. The impact of IBD on individuals and the treatments people receive is
variable. If parents are to avoid giving irrelevant and potentially alarming information to
their children, it is important that information is available in sections focussed on specific
topics. Parents can then pass on information appropriate to their situation.

Whatever the format of a book, it will not be able to answer the many questions young
people have which are specific to their family’s situation. Some young peoplel méy be
able to obtain such information from their parents, but it was clear from the study that
many do not wish to discuss such matters with family for fear of upset or embarrassment.
This suggests that it would be very helpful for there to be someone outside the family for
young people to talk to. Since this person needs to be both easily accessible to young
people, and knowledgeable about IBD, it might be a role that gastroenterology nurse
specialists could consider taking on. However, as gastroenterology nurses are unlikely to
have the training and experience for this task, it would be wise for them to collaborate with
colleagues who do. For example, it has been pointed out that paediatric nurses are in an
ideal position to support children who have a parent with a chronic illness, particularly in
relation to visiting their parent in hospital, since they have knowledge of child
development, and how children respond to iliness and the hospital environment (Wirich,
2001). Finally, in whatever form information is provided, its impact on the child must be
thoroughly evaluated. Randomised controlled trials in which adults with IBD have been

given written information on IBD have produced mixed results, with some showing no
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impact on the patient (Kennedy et al., 2003), and others finding negative effects on quallty
of life in the short term (Borkoankar et al., 2002).

13.8 Changes In The Researcher’s View Of The Research

In Chapter 1 of this thesis, it was suggested that a reflexive position would be taken,
acknowledging how the researcher’'s own position and interests has shaped the research
process. As stated previously, at the outset | was an ‘outsider’ to the world of parents with
IBD and their children. However, during the four years it has taken to complete the
research this position has changed somewhat. First, the process of carrying out the
research, including recruiting and meeting with parent and child advisors to the research,
drew me in to the world of parents with IBD and their children. This involvement with
people with IBD has made me conscious of how personal the issues in this thesis are to
many people with the condition, and the extent to which many parents are striving to do
their best for their children, despite the difficulties they encounter. As a result, instead of
guarding against the desire to search for problems as suggested in Chapter 1, there was
a need to guard against underplaying some of the negative effects to emerge from the
research. The writing of researchers concerned with disability rights (Wates, 1997,
Morris, 1996), who have pointed out that in-order-to secure appropriate support for

parents it is necessary to acknowledge the difficulties they experience, were very helpful
in this regard.

In addition to these experiences, there were a number of changes to my personal
circumstances during the course of the research, including becoming a parent and my
husband being a diagnosed with a chronic iliness, which altered my outlook somewhat.
These events did not affect the research design or methods in any way since the events in
question did not occur until after data collection. However, it has made me conscious that
the research provides a rather narrow view of respondents’ lives. Inevitably, in a study
that sets out to explore the impact of IBD on parents and children, the parent's iliness
takes centre stage. In reality, the parent's condition may be one of many factors in a
person’s life that determine the way in which they parent, their well-being, and the well-
being of their children. As Arendell (1997) has pointed out, the challenges confronted by
child-rearing parents are vast, including economic stress and poverty, the isolation of
individual family units, demands of the work place, and the availability of good quality
childcare, to name but a few. In the regression analysis of predictors and parents and
children's psychological distress, an attempt was made to take account of other factors
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such as socio-demographic circumstances and family support. However, the assumption
is still that the main stressor in an individual's life is IBD. In fact, there may be many other
events in a person’'s life that have a greater impact on the individual. It is therefore

perhaps not surprising that the regression analysis was only able to explain a proportion
of the variance in parents’ and children’s psychological distress.

13.9 Conclusions

Due to the pain, fatigue, and nausea caused by IBD, and the social stigma associated
with symptoms such as incontinence and diarrhoea, IBD has the potential to make the
task of parenting more taxing for individuals. In particular, parents have difficulty with
domestic chores, providing for the child’s financial needs, and organising and taking part
in social activities with the family. Such difficulties can lead to feelings of distress,
specifically depression, particularly when parents have limited support from family, friends,
and professionals. These issues are not widely recognised or dealt with by service
providers and, if as prevalent within the wider population of parents with IBD as suggested
by the survey, this is a serious omission. Despite the difficulties parents experience, their
children, at least in the adolescent years, appear to be largely unaffected in terms of their
social life with peers, domestic responsibilities, school attendance, and relationships with
parents. However, they may experience more emotional and behavioural difficulties than
expected for their age range. Preliminary research aimed at identifying factors that
influence children's difficulties suggests experiences vary according to the child's age,
whether the child has an iliness or disability, parenting difficulties, and the child’s
relationship with their parents. In line with these findings, and parents’ own priorities for
help in managing stress and distress, parents can best be supported by medical
interventions to prevent a flare up of the condition, assistance with childcare and domestic
responsibilities, and psychological support, possibly in the form of stress management
and an opportunity to talk to a counsellor about the condition. Such interventions may in
turn reduce the likelihood of their children developing emotional and behavioural
difficulties. In addition, both parents and young people would value the provision of age-
appropriate information for children on IBD and the treatment their parent is undergoing.
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