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laughing, screaming, crying and it is much more colourful and bright™ It is noted,

however, that Mrs Plackett of BHCAG (Day 4) had a very different view (p.86)

However there were also BSSG parents who found the old “creaking” “Dickensian”
Victorian structure of the BCH unsatisfactory, even insufficiently clean, and welcomed the
new bright BRI. Evidently, individuals’ perceptions varied, but the majority found the
need to move between the two sites less than satisfactory, and the fact that the surgeons
were based at one site and the cardiologists at the other was plainly most unsatisfactory

(and according to Mrs Woodcraft probably unique).

The mixed nature of Ward 5 at the BRI also drew mixed responses. There were those who
had no strong view, or barely noticed it because they were concentrating on their child,
those who found it a positive experience for both children and adult patients to be together
(Mr Lunnis found it “less stressful””), and those who found it disturbing and unsatisfactory.
However, given the building of the new hospital and the developing views of good

practice in paediatric care, it seems unlikely that this will ever again become an issue.

Issue I Treatment of Families, including the Bereaved

11 The nature, extent and adequacy of the services that were established to inform, support

and counsel families with children receiving surgical cardiac care af the BRI, whether

before, during and after surgery.

It is apparent that a number of structures grew up to provide support for the families, both
in terms of the salaried posts held by Helen Vegoda and Helen Stratton, and the more
volunteer work of Jean Pratten and Sheila Forsythe and others. In addition there was the

chaplaincy. But the front line in all this has to be seen to be the medical and clinical staff.
The surgeons and cardiologists were able to do and did much to assist the parents by their
painstaking explanations, their gentleness, and making themselves available in the manner

described above. The medical staff were perceived by Mrs House as developing their
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¢ response to the parents (Day 5 p.97/19: “I feel in the beginning ..... the staff were very
| aware, "Do the parents really want to know the answers?" and as the time went on, when
they realised we did want to know the answers and we were going to get the answers,

they were very forthcoming. In the end, the nurses were asking us how we felt all the

time, as I am sure they did with other parents, "How do you think the baby is?", "What

do you think ought to be happening next?"”. Mrs Forsythe (Day 95 p.1 07/3) also felt that

the extent of the moral support provided by the nurses depended on how long the patient

had been there. Mrs Welby, with visits to the hopsitals in 1983, 1984 and 1989 witnessed

an increasing amount of support developing at Bristol. The Darbyshires wrote in their

statement (WIT 125 p.8) of the situation in 1993 : “It goes without saying, that as is the

custom at the children’s hospital, we were told everything at all times as regards Oliver’s

care and treatment.”

However, it is very clear that the parents are very vulnerable and exposed at such a
traumatic and distressing time. It is clear that they do not necessarily take on board all that
they are told, nor do they understand it. It is well understood that this is the case, and that
the patient or his family will not necessarily admit to such lack of comprehension. From

this can arise much misunderstanding and the question arises what is to be done about it.

One course may be to ensure that there is a third party present during the consultation. Ms
Kesby (staff nurse) recalls that Mr Dhasmana preferred to have a nurse present, while Mr
Wisheart would have next of kin there (presumably with more mature patients). But it 1s
evidently essential to have more than the one person (for instance the mother of the child)
only present, since different people hear different things, or interpret the same information
differently (eg McLorinan ef al - see above). It may well be that written advice sheets, and
pre-prepared diagrams that could be taken away would assist (Alison Thomas found the
Children’s Heart Book very useful in 1992). Mrs Forsythe (Day 95 p.68/8) believed that
it would definitely help for parents to be able to take away something in writing from the

surgeon about estimates of risk and descriptions (note that Mr Wisheart specifically did
this in the case of Mrs Thomas, recording that the chance of success was less than 50%).

Likewise perhaps videos (especially with parents who may have limited literacy skills)
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would assist not only to explain the anatomy and procedures, but also to familiarise
parents living far away with the hospital and the ITU etc. In 1996 the Downs Heart Group
(Forsythe: Day 95 p.68/15) did prepare a set of topic sheets and a video to explain the
workings of the heart. In 1988 Mrs Cummings saw 2 video of the hospital and the ITU
probably prepared by the Heart Circle (Day 95 p.72/1). There may have been a video
produced by the Children’s Hospital ("meet the staff”). It is therefore apparent that a need

for such tools has long been recognised by those with experience of the problems parents

have. Mr Lunnis questioned whether such a video will actually prepare a parent for the
stark reality, and it is true that several parents who were taken down to ICU by nursing
staff (or others) so they would know what their child would look like after the operation,
nevertheless reported having been very shocked by the reality of seeing their own child in
that condition when the time came. Nevertheless, something that can be read or viewed

several times must assist (and the Downs Heart Group have found that it does) in the

understanding of the parents.

However, each case will be different in the detail of the child’s problems, so that an
independent (and informed) ear, who may be able to talk things through and add a degree
of objectivity afterwards, will be important. This appears to have been what was intended

to be Ms Stratton’s role, but it does not appear to have developed in this way.

A dichotomy arises here, since it is evident that parents in this position need two things.
They need the guidance of an objective and informed person, but they also need the

empathy of some one who has travelled their rocky and difficult road betore.

In this latter respect (see eg Lunnis, but also others passim) the support that parents were
able to and did give each other generally (but also mutual support within a relationship)
cannot be underestimated, and derives at least in part from their community of experience.
Actually undergoing the experience of having a sick child, waiting for the child to recover,
or be operated on, being involved in perhaps extended treatment and care, gives a
perspective that some-one who has not had that experience cannot provide (see eg

R Lunnis and K Welby; Day 95). Mrs Forsythe (page 105/2) describes how in 1986 Helen
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¢ ‘ Vegoda recognised that “she was not able to understand the trauma and anguish you go
through when you have had major cardiac surgery on your child” and understanding this
used Mrs Forsythe and Mrs Cummings (later) to support parents where she was not quite
able to do so. Mrs Forsythe became steadily more involved in the Downs Heart Group,

another parents’ self help group borne of mutual experience.

In this respect the support and assistance provided by Helen Vegoda can be contrasted
with that of those (like Jean Pratten and Sheila Forsythe) who had such experience. Mr
Lunnis describes how he trusted Ms Pratten because she had had experience as a parent
of a child undergoing heart surgery. On the other hand technical knowledge is also
valuable, so that Helen Stratton was able to provide informed advice and support (see eg
Wagstaff 0030 0011 at para 38) that Helen Vegoda was not able to provide. J. Pratten
said in evidence (Day 47 page 18) that sometimes parents were quite bewildered as to
what they were being told and they wanted to talk things through. Ms Stratton’s function

was to listen to them and help them get the information and facts correct. Some technical

understanding was necessary for this, but a degree of empathy was also vital. Equally,
however, the strain and stress upon such a counsellor or liaison sister should not be
underestimated, and the impression is gained from the evidence that there was insufficient
staffing and resources for this important role to give relief to Ms Stratton and provide
cover for all the times the parents needed it (as well as a lack of co-ordination between the

BCH and BRI sites, and the differing functions and roles of Ms Vegoda and Ms Stratton).

This is not to understate the very great practical assistance given by these ladies. Many
parents certainly obtained much benefit at the BRI from Ms Stratton, such as the
Wagstaffs (supra), and Ms Jordan (Day 4 p.26/22) found the help she gave “absolutely
wonderful”. It is noted that not all parents found Ms Stratton as sympathetic (see Mr
Darbyshire, although the Darbyshires did find Helen Vegoda a “tower of strength”). Ms
Vegoda regarded her remit very broadly, even to assisting Mrs Cummings with re-
housing. Mrs House (24.3.99 p.100/24) said of her: “She was amazing. We never
particularly asked for her, but when we needed her, she was there. She was never

intrusive, she was just so marvellous, and she set up actual practical help...” which

209

N e T e NI T T o T S S UM T IR L NG TSNy N AT N LSO G O PR AR Y, Ty Y N P N N A A IGE LTI 7 205 a0, Ao s -




SUB 0007 0025

included arranging accommodation, paying bills, and assisting in child minding
arrangements. The McLorrinans were assisted by a Ms Gill. It appears there was a fund

available to provide cash assistance to parents.

The Heart Circle itself evidently provided essential and very much appreciated service,
both in respect of accommodation near the hospital, and general support (both practical
and counselling/moral support). There can be no doubt that this is an essential part of the
support that the family requires and this in turn is essential for the well being of the child
patient. Funding for this support should therefore be regarded as very important.

It is RECOMMENDED therefore, that there should be established, with proper funding
and adequate resources, a formally constituted service to assist parents in understanding
the advice they are being given, as well as providing the more pastoral support that is also
required. It may well be necessary to employ more than one person to fulfill the
multifarious roles identified above, and cover for absences. It will be necessary to set aside
adequate accommodation for such a service, with quiet rooms for the parents. The role
of the ‘companion’ at meetings with the doctors will be all the more essential should the
parent be a single parent (which as a matter of demographics and social change is likely
to be a more frequent occurrence). See eg the distress of the mother to whom Mr Roberts
provided support (WIT 0141 0007 para 20) and the need for “a second pair of ears”
expressed by Alison Thomas (WIT 0029 0004 para 17). See also Karen Welby (Day 95)
who felt “absolutely alone” in the BMH when her husband could not accompany her (and
when her child was in the ICU at the BCH)

Finally, a further experience of parents has been that the fathers tend to be left on the
periphery. There may be a number of reasons. One is that some doctors tend to address
themselves primarily to the mother of the child. Another is that the father is often either
the bread-winner, or the person upon whom the burden of keeping the home going (with
other children) falls, and as such he is less frequently at the hospital. He may miss out on
meetings with the doctors, and have less hands on experience of the care of the child, and

thus does not develop the same understanding of the child’s conditions, problems and
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needs. A community of parents, chiefly mothers, builds up around (in particular) the
children who are in-patients for extended periods, and while this community can be
beneficially internally mutually supportive, it can be exclusive of less constant attenders
such as visiting fathers. There is also an element of ‘gender grouping’. As social patterns
change urgent consideration needs to be given to resolving this phenomenon, which some
fathers who are members of the group have identified as a significant issue. It is suggested

that only by establishing a full counselling service (see above) will the needs of all the

potential clients be met.

2 The nature, extent and adequacy of the services that were established to inform, support
and counsel families with children who died or suffered permanent disability after

receiving cardiac care at the BRI; including liaison with community and social services.

The parents within the BSSG who lost children found the support provided quite
satisfactory. They were able to and did go back to see the surgeons and/or cardiologists
after the death to discuss what had happened. Mrs Cummings found a meeting Dr Jordan
and herself and her husband, sensitive, candid and informative. The ‘A’s (WIT 134) were
not offered counselling but did not feel they needed it. They did see Mr Wisheart. They
were treated with sympathy and understanding. The Eastwoods were treated with great
compassion and care and afforded privacy and as much time as they needed. Helen
Vegoda had introduced herself on their arrival at the hospital, but they did not feel the
need for counselling. They were given (and took) the opportunity to speak to the coroner.
Mrs Cummings was supported by Helen Vegoda who was there when Charlotte died.

It is suggested that (once again) much benefit might be obtained from taking advantage
of the offers made by the surgeons, cardiologists, coroner, and counsellor(s).
Understanding what has happened, and talking it thorough may provide relief to the
distress of the bereaved. The evidence of Mrs Francombe, elicited by Mr Francombe on
Day 68 (page 30-31) may be regarded as cogent. They suggest that it would help to be
able to share what has happened with someone else who has a similar experience (rather

than what may be intrusive formal counselling), and also that some sort of formal structure
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to put bereaved parents in touch with others who have had such experience, for that
purpose would be of benefit. The suggestion has been made that there should be a formal
procedure to remind bereaved parents, at some point perhaps several months after the
event, of the availability of meetings with medical staff (and others). It is
RECOMMENDED that such a structure should be considered.

I5 Whether staff coming into contact with parents who were under stress because of the
nature and severity of their child’s condition, or who had lost children, showed
appropriate sensitivity in their dealings with such parents; and, if not, the importance

and effect of any such failures.

Several witnesses had some experience of a junior doctor, oOr an inexperienced nurse
making an insensitive comment, but, while distressing at the time and remembered later,
in general such lapses were not very significant, and in some cases were addressed by
apologies. Attempts were made to avoid repetition. In Paula Jordan’s case the notes were
marked to ensure no-one said “I know how you feel” (Day 4 p.28/9). The nursing notes
did record when parents were distressed, or needed support, and the general experience
appears to be that they received such support. Nevertheless, the Darbyshires’ perception
of the BRI may have been significantly affected by their experience on arrival and over the
hours that followed, and the apology that was given did not wholly remedy the situation.
Perhaps the relevant point 1s that at a time of great stress and anxiety, an inappropriate
comment or an insensitive approach may condition the individual’s whole expernience of
the institution, and thus it is essential that training extends to the “client care’ as much as
(or at least as well as) to the technical aspects of care. If the parent feels relaxed with the

clinician, and trusts him/her, there is more prospect of successful team work to the long

term benefit of the child.

Issue J: Post-Mortems and Inquests
J4 Whether consent (if required by law) to:

a) hospital or coronial autopsies

b) the retention of tissue and/or organs of the body
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was properly and sensitively sought; and. If consent was not required, whether proper

and adequate information about this matter was given 1o parents, in an appropriate

fashion

In the Eastwoods’ case there was a coroner’s PM. The necessity of a post-mortem was
discussed with them, and they had a discussion with the coroner (WIT 22 para 46) after
the inquest. In the Cummings’ case it was a hospital PM . Michelle Cummings is very clear
that she was asked to complete the forms which were clear and unambiguous after full
explanations. They were not left alone with them, but rather she has a clear recollection
of going through the forms (including the donor form) with Mr Wisheart (and others)
present. The form included permission for retention of tissue for both teaching and medical

diagnosis. She recalls that the assistance and support she received in filling in the forms

was excellent.

Issue L. Informed Consent

L6  What parents and guardians attending at the BRI were told, and how were they informed,
as to the risks associated with surgery, including the risks of: a. mortality; b. morbidity,
especially neurological deficit; c. likelihood of “future surgery or protracted drug régimes

being needed; d. other side effects or complications of surgery; and/or alternative

treatment methods or the merits of non-intervention.

For the detail of what these parents were told, please refer to App I1 A and B, and the

individual statements. In general terms, it is evident that many have recorded being told

of the risks of brain damage, organ damage, paralysis and death. They were warned of the

need for future surgery, and at least some recall being wamed of the need for drugs.
Some matters were not covered. The Wagstaffs were not told of the risk of the blood clot
which developed in Amy’s case (Day 2). Not every possibility can be expected to be

covered, as the case law makes clear.

Ms House, in January 1990, and Ms Cummings in about February 1988 asked Mr
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