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Aims The study presented here retrospectively explored how
parents felt about going home with their infants following first
stage cardiac surgery for single ventricle heart.
Methods Parents, all members of Little Hearts Matter (LHM, a
UK Congenital Heart Disease Charity) completed an online ques-
tionnaire which asked about family demographics, time of diag-
nosis, location of specialist heart centre, distance from home,
discharge information, social support, confidence, anxiety and
how parents felt at the time of discharge (T0) and at the time of
completing the questionnaire (T1). A non-experimental survey
design was used; the questionnaire was structured so that both
parents could answer the questions independently. 62 families
with infants aged between 0–2 years were sent an email via
LHM inviting them to complete the online questionnaire during
Nov 2012. There were 22 responses (35% response rate) from
6 couples, 15 mothers and 1 father. Care had been received at
11 different specialist cardiac centres across the UK and 1 in
Australia.
Results The answers from the open ended questions which
explored how parents felt about going home and their experien-
ces were thematically analysed using an inductive approach. Five
main themes arose: Mixed emotions ‘fear versus excitement’; the
need for effective discharge preparation for parents; the need
for effective discharge planning and preparation for community
staff and local hospital teams; the need for access to information
and advice (once home) and gaining control: the need to return
to family functioning.
Conclusion The study confirms anecdotal experiential evidence
and has provided new insights into factors that may be associ-
ated with discharge from hospital to home for parents of infants
with complex congenital heart disease. Implications for the
review of children’s congenital cardiac services will be discussed
specifically in relation to the discharge support role of ward
nurses, children’s cardiac nurse specialists, psychologists and
community teams.
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Aims Pain management has become more complex. Referral to
specialist pain teams is commonplace in many children’s services.
This paper reports on a review undertaken with 2 aims: 1) assess
how patients’ pain was managed before, after and without spe-
cialist intervention, to identify non-specialised staff education
needs regarding routine and non-routine pain management;
2) develop supporting evidence to inform an algorithm

promoting appropriate referral of children needing more com-
plex pain management to the pain service.
Methods Prospective notes and treatment chart review and real
time logging of referrals of all patients referred prospectively to
an acute paediatric pain service during a two week period in
September 2013. Comparison data were extracted from patients
not referred but likely to have similar pain management needs
during the timeframe. =Patient history, drug therapy and pain
scores were extracted. Following the review, semi-structured
interviews were conducted with a range of clinical staff responsi-
ble for managing children’s pain to explore their perspectives
and local contextual factors aiding or preventing optimal pain
management.
Results Fifteen patients were referred to the service. The major-
ity were post-surgery and prescribed patient or nurse controlled
analgesia or epidural infusion. Such referrals tended to be to
address unresolved pain. In general, of the 15 cases and 15 com-
parisons, referrals /non referral were appropriate and there was
little indication of over-reliance on the pain team or inappropri-
ate access. Detail from the cases will be examined with respect
to the insight they provide to pain management, service delivery
and staff awareness.

From the interviews it was clear that despite this finding,
reflecting an unusually quiet period, there are structural and
organisational issues which can cause lack of clarity about the
role and remit of the team.
Conclusion The data reveal a problem found where services
have evolved from a need which has changed over time with the
team in a static state. Since review, the service has developed,
reflecting the uncertainties and concerns of staff interviewed.
Reflection on the purpose and provision, and observation of, a
specialised service can help ensure it remains fit for purpose and
specific concerns allowed to surface.
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Aims Young people with long-term conditions learning how to
care for their condition can benefit from social support from
their peers. However, for young people with cystic fibrosis (CF)
the opportunity to do this is limited due to segregation policies
written to prevent cross-infection. Therefore, online support
groups could play a significant role but this is an under-
researched area. This paper explores how young people with CF
used a condition specific online discussion group to support self-
care.
Method An online ethnographical approach was used to explore
the social interaction of 97 young people with CF, posting to
a Charity website over a period of four months. Virtual non-
participation observation of 48 discussion threads was con-
ducted. Analysis was conducted using a Grounded Theory
approach. Both authors conducted the analysis.
Findings Young people posted queries and engaged in discussion
regarding the management of pharmacological and non-pharma-
cological therapies but in the main discussed concerns and strat-
egies for living with CF. Young people found the group to be a
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safe space, somewhere they could openly share feelings of isola-
tion, sadness, difference and frustration. Young people emphas-
ised the need to normalise the way they felt and some focused
on enhancing peers’ self-esteem, confidence and the develop-
ment of their own identity particularly in the context of support
received from health professionals.
Conclusions Young people used the discussion groups to find a
supportive peer community where they could share personal
emotional and social experiences and obtain advice relating to
living life with CF. This type of peer support is not replicable
through self-care support and management advice delivered
by health professionals; therefore online support groups have
an important role in supplementing existing professional
support.
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Aims Peer influences can impact across a range of adolescent
behaviours. Type 1 diabetes (T1D) is amongst the most common
forms of chronic illness to affect young people in the UK. Self-
management is crucial, but managing their T1D is often very dif-
ficult for adolescents. It has been suggested that interventions to
support adolescents with T1D could usefully include friends and
peers, but little is known about how peers think about and
respond to T1D. This research explored T1D from the perspec-
tive of adolescent patients, friends and peers.
Methods We conducted dyadic interviews with adolescent T1D
patients aged 13–15 years and a nominated close friend
(N = 20). We then carried out three focus group sessions with
participants without any necessary prior T1D knowledge in a
secondary school setting.

Data were thematically coded and final data interpretations
were subject to independent scrutiny from young people the
same age as our research participants, who assessed the findings
in terms of relevance and usefulness from their own perspective.
Results Limited awareness of T1D amongst their peer group
generally and school teaching staff was reported by interview
participants. Close friends play a valuable role in recognising the
importance of T1D management whilst also accepting and nor-
malising the condition. Considerable variations in experiences of
support provided in relation to T1D in the school environment
were reported by all participants, including the extent to which
peers were encouraged or even permitted to support patients.

Educational materials designed in response to issues raised in
the interviews were piloted in classroom settings. Realistic
vignettes developed from the interviews were used to facilitate
group discussion. The simple materials were well-received and
positively evaluated.
Conclusions This research highlights the need for greater aware-
ness of T1D in schools amongst teachers and peers, but encour-
agingly suggests that simple educational sessions can be easily
implemented and are well-received. The Children and Families
Act (2014) means that safe and effective care for young people
with T1D must now by law be embedded in the school system.
Diabetes specialist nurses should be aware of potential peer
influences and may be able to usefully assist schools looking to

sensitively and approriately raise T1D awareness and faciitate
optimal peer support.
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Aims The aim of this work was to capture the experiences of
children and families during their admission to a district general
hospital.
Methods This was a mixed methods study. Three different sur-
veys were developed for use by parents and carers, children aged
11–16 years and children aged 6–10 years. To add depth and
richness to the data children’s stories, pictures and poems were
collected to generate data that reflected the children’s creativity
and imagination. Data were collected between January 2013 and
December 2013.
Results A total of 560 parent surveys were returned from the
day care ward (n = 362) and the clinic (n = 198). A range of
different factors were identified that could improve services.
These can broadly be divided into two categories. Category1:
Child and family centred factors included the following: some
children aged 11–16 wanted the opportunity to speak to clinical
staff without their parents present; there were not enough play
facilities for children aged 11–16; not all staff were introducing
themselves to the children or families; the environment could
benefit from improvement. Category 2: concerns were raised
about parents’ expectations about waiting times in clinic were
not always being managed; on the day care ward some family’s
were not kept informed of the delays for theatre or given realis-
tic expectations for how the day will run.; and telephone follow
up was not offered to all families.

The pictures and poems from children highlighted that food
and play were the most important factors to them.
Conclusion Eliciting children’s feedback on service provision is
vital to make improvements to the services we provide. They are
the ones experiencing our service and as clinicians we need to
be engaging with them using different methods to ask them
what we can do to improve the care we provide.

This work highlighted many areas for small changes that have
led the staff to reflect on the services and adapt to meet the
needs of the children.
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Aim To pilot a prompt guide to support discussions between
clinicians and parents following a suspect adverse drug reaction
in a child.
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