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Provision of services for rehabilitation of children and
adolescents with congenital cardiac disease: a survey of centres
for paediatric cardiology in the United Kingdom

Robert J. P. Lewin,' Lynne Kendall,? Patricia Sloper’

!British Heart Foundation Rehabilitation Research Unit, University of York, York; °Paediatric Cardiac Unit,
Yorkshire Heart Centre, Leeds General Infirmary, Leeds; >Social Policy Research Unit, University of York, York, UK

Abstract A postal questionnaire survey of the 17 centres for paediatric cardiology in the UK investigated the
attitudes of staff towards rehabilitation and the current level of provision. The majority of respondents (82%)
believed they should provide rehabilitation for their patients, but only one centre had a programme for reha-
bilitation. Few respondents (18%) believed they were meeting the needs of their patients’ for rehabilitation.
Major barriers to providing rehabilitation were funding and the wide geographical catcchment areas.
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RAMATIC IMPROVEMENTS IN THE MEDICAL CARE
Dfor children with congenital cardiac disease

have meant that many of those who would
have died are now surviving. A number of patients
display symptomatic and psychosocial problems
that rehabilitation, appropriate to age, might help
to ameliorate."™ The Report of the Inquiry into
the Care and Management of Children Receiving
Complex Heart Treatment at the Bristol Royal
Infirmary’ highlights the fragmentation and lack of
coordination of services providing healthcare for chil-
dren. It notes that existing guidance® states that such
services should provide for “the child as a whole, for
his or her complete physical and emotional well
being”. Cardiac rehabilitation programmes aim to
provide just such a holistic approach.’

We undertook a survey to establish the opinions
of the staff working in centres for paediatric cardiol-
ogy centres as to the value of providing a rehabilita-
tion service, the extent to which such services are
already being provided, the extent to which the chil-
dren’s needs for rehabilitation are routinely assessed,

Correspondence to: Prof. Bob Lewin, British Heart Foundation Rehabilitation
Research Unit, Genesis 6, York Science Park, University of York, Heslington
YO10 5DG, UK. Tel: 01904 434127/434106; Fax: 01904 434102; E-mail:
rjpl1 @york.ac.uk

Accepted for publication 1 March 2002

and the extent of multidisciplinary case work in that
centre.

Subjects, methods and results

The survey included all 17 centres providing paedi-
atric cardiology services in the United Kingdom. A
questionnaire was sent to one named paediatric cardi-
ologist, liaison nurse and physiotherapist in each cen-
tre. If a response was not received within four weeks,
a written reminder was sent. Between February and
July 2001, questionnaires were returned by 34
(100%) of the nurses and physiotherapists. Two phys-
iotherapists returned the questionnaires without com-
pleting them, as their centres had recently stopped
doing paediatric cardiac surgery. Only two cardiol-
ogists (12%) returned questionnaires, their views could
not be assumed to be representative and these recurns
were therefore omitted from the analysis. There were
no significant differences between the frequency of
answers endorsed by the physiotherapists and the
nurses, and their responses were pooled. We asked if
there was a need for services providing rehabilitation
for children and adolescents with congenital cardiac
disease. The great majority, 28 (82%) answered “yes”.
One nurse replied that she was “not sure”, and one
nurse and two physiotherapists did not answer the
question. We asked “Do you run a rehabilitation
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programme for children and adolescents?” One nurse
responded “yes” but the physiotherapist from that
centre replied “no”. We asked staff if they thought
that their “... current rehabilitation services meet the
need of patients and their families?”. Only six (18%)
answered “yes”.

We asked which of five professions were available,
either as a member of the paediatric cardiologic
team, or through an “ad hoc” referral to that disci-
pline. All centres had at least one liaison nurse and a
physiotherapist, and access to a dietician, while 15
(88%) centres had access to both a clinical psycholo-
gist and an occupational therapist. We asked if any
other professions were available. Four (24%) centres
reported a paediatric cardiac social worker, four
(24%) a play specialist and two (12%) a speech ther-
apist. One centre reported having a clinical nurse
specialist and a parent support nurse. Another
reported that a pharmacist was available.

We asked two questions about multidisciplinary
working, and one about the use of assessment mea-
sures. The questions and the responses are shown in
Table 1.

Table 1. Questionnaire items about multidisciplinary working
and assessment.

Questions Yes No

Do you discuss the rehabilitation 7 (41%) 9(53%)"
needs of each patient as a team?

Do you have regular rehabilitation 6 (35%) 11 (65%)
meetings or case discussions?

Do you use any standardised tests 0 16 (94%)"

or questionnaires to assess needs or
measure outcomes?

In each case out of 17 British centres. 1 no reply.

Lewin et al: Rehabilitation in congenital heart disease 413

We also asked a series of open-ended questions,
the responses are summarised in Table 2.

Comment

Cardiac rehabilitation has been shown to reduce
morbidity both psychological and physical as well as
mortality in adults with heart disease, and the great
majority of nurses and physiotherapists working in
paediatric cardiology believed that they should pro-
vide a similar programme for rehabilitation of chil-
dren and adolescents with cardiac disease. Only one
centre appears to provide such a service. Most centres
have access to the disciplines required to provide
such a service, but there appeared to be little use of
valid measures of assessment to ascertain the psy-
chosocial, lifestyle, or educational needs of the chil-
dren and adolescents. Only a minority of centres
have regular multidisciplinary meetings or multi-
disciplinary discussions, and such help is mostly
restricted to the acute in-hospital phase. Any help
for outpatients is supplied in a reactive rather than
proactive manner. The findings of the survey, there-
fore, concur with the findings of the Bristol Royal
Infirmary Inquiry that services for children are
poorly coordinated, and do not provide for the child
as whole.

The views of paediatric cardiologists on these top-
ics remain unknown, but a similar survey of cardiac
rehabilitation for adults in the United Kingdom
found cardiologists had little active involvement in
programmes for rehabilitation.® Other surveys’ have
shown that, despite an established evidence base, it
has mainly been nurses and physiotherapists who
have initiated programmes for rehabilitation in the
United Kingdom.

Table 2. Categorised responses of nurses and physiotherapists to open ended questions about the need for
improvement, common problems and barriers to implementing rehabilitation showing the combined

response rate for each question.

Questions

Summarised responses

Which areas of rehabilitation e More multidisciplinary input and follow-up, especially for

you would like to improve?

older children, teens and young adults (20)

Response rate (20/34, 59%) e Improved staffing levels and facilities (9)
e Measurement tool to assess outcome/identify needs (1)

List the 3 most common e Acute in-patient problems, especially neurodevelopmental

rehabilitation problems you
encounter in your unit.

problems (11); weakness & debility with long term patients (8);
respiratory & feeding problems (7)

Response rate (26/34, 77%) e Exercise & activity related issues (returning to exercise/school/
college/work; knowing how much exercise to do; management of
exercise tolerance) (9)
e Lack of professionals time and facilities (3)

Identify the main barriers to the e Lack of funding (staffing and/or facilities) (28)
development of rehabilitation e Wide geographical catchment area (9)
services in your unit. e Relatively small number of patients needing rehabilitation (2)

Response rate (28/34, 82%)
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