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2.8.

2.9.

2.10.

2.11.

2.12.
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line 12 to page 40, line 2) thought that the personalities of the people concerned were the

root cause of the trouble.

In hospital, the mix of adults and children in the I.T.U. ward could be distressing for adults,
children and parents alike (see evidence of Mrs. Pottage, day 44, page 61). These views

were echoed by many parents (eg Gillard, 0161, page 7).

Some parents found Mrs. Vegoda helpful but others thought that she was patronising when
they had children in hospital (evidence of Mrs. Helen Johnson, day 44, page 135, line 18
ff.). Others (such as Mr. Bradley, day 53, page 34) felt that although Mrs. Vegoda did her
best, she was perhaps out of her depth with what was happening. Some members of the
B.H.C.A.G. were very positive (eg Peacock 0012, page 11). Other positive comments from
Havenhand (0244, page 14) and Langston (0184, page 12). Negative comment from Hill
(0263, page 5) and Edwards (0414, page 8).

Mr. Wisheart was not supportive of counselling and - in particular - not supportive of
counselling after diagnosis had first been made (Mrs. Stratton, day 46, page 66, line 24 ff.).
Matters were not helped by the clash of personalities that developed between Mrs. Stratton
and Mrs. Vegoda (see, for instance, comments of Mrs. Stratton, day 46, page 94). Some

parents took a strong dislike to Mrs. Stratton (eg. Edwards, 0414, page 20).

Of all the people who might have expressed reservations about the quality of care at Bristol,
the counsellors' position was probably the most difficult. It was impossible for them to offer
the reassurance that they would have liked to give - but they felt unable to criticise overtly

(see, for instance, Stratton, day 46, page 109).

Parents were often upset at the way in which they were treated immediately after their child

had died. Bad examples included : -

2.11.1. Mr. Parsons (statement at INQ 4/13) being in a store room, child presented in
strange clothes, sense of being pressed into seeing the child, feeling that Mrs.
Stratton was insisting that the parents left, news of death broken in front of other

anxious parents.

2.11.2. Bizarre gift of money to Mrs. Clarke (day 1, page 110, line 16) after her daughter
died.

Bad experiences were also suffered by the following families : -




2.13.

2.14.

2.15.

2.16.

2.17.
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2.12.1. Johnson (0178, page 19 {f.),
2.12.2. Rex (0219, page 12),
2.12.3. Tarantino (0223, page 13).

In some instances, parents did feel that they were treated appropriately. Two particular
comments made by parents suggest the importance of achieving a balance between being

supportive and allowing parents all proper privacy.

2.13.1. Mrs. Dowling (0226, page 8, line 26) said "I held Laurie and talked to him. He died
in my arms at about 10.45 p.m. I was very pleased that I got to be with him. The

nurses were very caring".

2.13.2. Mrs. Waite (0430, page 12, line 47) said "We just stayed and held Caroline from
about 9.30 p.m. until 11.00 p.m. No one came to move us, or ask us to leave. we

were grateful to be left with her".

After their children had died, many parents would have welcomed bereavement counselling
and support (see, for instance, Mrs. Pottage, day 44, page 75, line 13). Again, some parents
(eg Mallone, 0155, page 17 and Peacock, 0012, page 29) did feel that they were given good
counselling and support. The B.H.C.A.G. submit, however, that the good experiences should

have been the rule - not the exceptions.

One aspect of Bristol's care came in for frequent criticism. Often, after bereavement,
parents were asked to leave immediately. In one case (Davis, 0156, page 8), the parents felt
"...kicked out on the night of son's death, escorted to the car by a security guard". That was

an extreme instance, but there were many others (eg Sheridan and Spicer, 0253, page 11).

Parents would also have appreciated a letter from the surgeon explaining what had happened
and offering condolences (evidence of Mr. Bradley, day 53, page 43). The same point was
made by Mrs. Rex (day 53, page 92, lines 11 to 20) - she would have liked to have an
explanation for her son's death from Mr. Dhasmana. Ms. Hill (day 83, page 26, lines 14 ff.)
said that she felt that Mr. Dhasmana was blunt and matter of fact - and generally lacking in

compassion.

The B.H.C.A.G. accepts that Mr. Dhasmana was often very distressed when children died in

or after his care: indeed, this was his own evidence when dealing with this point - see day
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87, page 98, lines 10 to 18. The criticism here may tell us more about his training (or lack

of it) when dealing with the very sensitive topic of bereavement counselling.

Mrs. Sheridan (day 4, page 146) commented on Mr. Wisheart's lack of warmth and of the
problems of obtaining access to their son's body. Again, this was most painful and quite
unnecessary. In one case (Player, 0258, page 7), the parent was appalled when meeting Mr.
Wisheart at a memorial service for children and he said that he had not realised their child
had died. While not strictly a medical criticism, this betrays (at the least) a breathtaking
lack of tact.

A number of parents found it upsetting to discover that when they went back to the B.R.L. to
discuss their child's death, they were obliged to wait in an area where other parents were

present with their children (see, for instance, Mrs. Rex, day 53, page 98, line 23).

When the B.H.C.A.G. lawyers visited the B.R.I. we were shown the area in question and
discussed it. It was apparent that this was an unfortunate arrangement and we were
reassured that it is not now the practice. We suggest that no hospital should put bereaved

parents in this position in future.

The split site also made it more difficult for cardiologists and others based at the B.C.H. to
give families the help and support that they needed. It is apparent from the comments of Dr.
Martin (day 77, page 33, lines 7 ff.) that this was a considerable problem for him. Whilst
the B.H.C.A.G. does not accept that this excused his lack of communication or presence
post-operatively, it is probably fair to say that in the middle of a busy working day, the extra

time and effort involved in going down to the B.R.I. was a significant factor.

One of the worst examples of poor post-operative care from this perspective, was that
endured by Mrs. Plackett (Day 4, pages 107 and 108). The dreadful news of her daughter's
permanent brain damage was broken by Dr. Schott in a quite unsympathetic way which
compounded her shock and emotional pain. No attempt was made by the surgeons or
nurses to warn the family about this - or even to treat them in a generally sympathetic and
helpful way. There was also an insulting suggestion (which has never been, in any way,
substantiated) that her Sophie had brain damage pre-operatively. Another doctor who was

criticised for breaking news of brain damage "...without any shred of sympathy..." was Dr.

Collinson (Manfield).
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2.24.
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Other parents who had bad experiences included Mrs. Sadler (0287, page 10), who recalled
that : -

"A week after the operation..., a chance remark from a male nurse...alerted us to the possiblity of
brain injury...[He] remarked that he had arranged for the neurologist to come and take a look at
Edward the following day. When we asked whether this referral was just routine, he became
rather embarrassed, and replied that he had made this arrangement because Edward 'hadn’t come

round as he should have done by now'. That came as a complete shock to both of us".

In all cases where a child dies, the Hospital should make a point of contacting the family
General Practitioner. As Mr. Wisheart conceded (Day 41, page 104, lines 14 to 24), all too
often that did not happen.

Finally, in all cases where parents subsequently wrote to find out more about what happened
at Bristol, the obstructive and (on occasions) dishonest attitude of the UBHT made their
emotional predicament far more difficult. See, generally, statement of Mr. Bwye and his
comments in evidence (day 6, pages 48 and 49). That experience was shared by the Curnow

and Mallone families.
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I. POST-MORTEM:
PRACTICE AND PROCEDURE

1. INTRODUCTION

1.1.  The BHCAG accepts the potential value of autopsy as a means of’
1.1.1. determining how a person died,;
1.1.2. assessing methods of investigation and treatment;

1.1.3. providing data by which regional and national trends in mortality can be

1dentified and assessed.

1.2.  However, 1n our view the evidence relating to the practice of pathology at Bristol
indicates the national failure of clinicians, pathologists and coroners to take account

of the wishes of parents who have lost children.

1.3, Removing and retaining tissues or organs from children without parental permission

1s morally repugnant.

1.4.  Those who have allowed such a practice to continue unregulated for so long must

take responsibility for the enormous distress they have caused and continue to cause.

1.5.  They must also accept that had a policy of openness and discussion been adopted in

place of one of paternalistic secrecy, this distress could easily have been avoided.

1.6.  Many parents who have lost children would agree to donation if such an act would
contribute to future care. Some would not. But it is a fundamental duty of the

medical profession to ensure that their wishes are first sought and then respected.

1.7.  We hope that this Inquiry will recommend the introduction of enforceable national

standards which will regulate the practice and procedure of pathology.
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2. THE PRACTICE AT BRISTOL

2.1.

The Treatment of Parents: Information and Consent

2.1.1.

2.1.2.

2.1.3.

2.14.

Parents are in highly distressed state following the death of their child.

The evidence given to the Inquiry illustrates that there was no standardised

‘good practice’ at Bristol to ensure that the issues of post-mortem and tissue

retention were dealt with sensitively and with thoroughness.

In particular:

2.1.3.1.

2.1.3.2.

2.1.3.3.

2.1.34.

the possibility of a post-mortem was often first raised by junior staff

with whom parents had little or no established relationship;

the 1ssue was often dealt with in a cursory manner with parents
being given insufficient information as to why a post-mortem

should take place, what it entailed and the role of the coroner;

in cases of hospital post-mortems, although written consent was

obtained, the retention of tissue and organs was not explained
properly;

in cases of coroner’s post-mortems, parents were not given the
option of permitting the retention of tissue or organs and were

usually not told that it would occur.

In our view it is important:

2.14.1.

2.14.2.

2.14.3.

that the responsibility for raising the issue of post-mortem and
retention is resides with a senior clinician who has an established
relationship with the parents — i.e. the consultant surgeon or

cardiologist;

that parents are told and understand — at least in outline — what the

post-mortem will entail and what it will achieve;

that, where either a hospital or a coroner’s post-mortem is to take
place, they are given the option of allowing or refusing tissue or

organ retention;
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2.1.4.4. that this option 1s confirmed in writing with a copy of the consent

form provided to take home,

2.1.4.5. that they are given a booklet which sets the formal steps which they
must take to ensure the proper disposition of their child’s body and
which reiterates the verbal explanations of the need for a post-
mortem and/or the retention of material and the coroner’s

involvement.

2.2.  Hospital Post-Mortems

2.2.1.

2.2.2.

The procedure at Bristol for obtaining parental consent for hospital post-

mortems was acceptable only in so far as:

2.2.1.1. written consent for autopsy and the removal of tissue or organs was

routinely obtained; and

2.2.1.2. pathologists reassured themselves that this was the case before

carrying out their work.
However, the general criticisms noted above still apply; principally:

2.2.2.1. consent was obtained not by senior clinicians but by untrained

junior staff and/or a Patient’s Affairs Officer;

2.2.2.2. parents were not given full explanations of what the removal and
retention of tissues and organs entailed and what purpose it would

serve; and

2.2.2.3. parents were not informed at a later date which tissues or organs, if

any, had been retained.
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2.3. Coroner’s Post-Mortems

2.3.1.

2.3.2.

The Pathologists

2.3.1.1.

23.1.2.

2.3.1.3.

2.3.1.4.

In our view the pathologists had a unavoidable moral duty to ensure
that the parents’ permission was properly obtained for the

permanent removal of any material from their children’s bodies.

As we set out in our submission on the law, we are of the view that

they were also legally obliged to do so.

If — as has been made clear 1n evidence — the pathologists had
concerns about the legal ‘grey area’ surrounding Rule 9 of the 1984

Coroners Rules, they should have immediately:
2.3.1.3.1.  ensured that proper consent was always obtained; or

2.3.1.3.2.  desisted from retention and sought the formal opinion

of the local coroner and the Coroners’ Society.

Only if they were then informed that retention without consent was
legally acceptable, should they have continued to retain material and
then with the proviso that the senior clinician should provide a full

explanation of the practice, and the justification for it, to parents.

The Coroner

2.3.2.1.

2.3.2.2.

Mr Forrest told the Inquiry that that it was not his policy to allow
tissue or organs to be retained for research after a coroner’s post-
mortem and that if anyone had asked him to do so then he would

have said no.
In our view, Mr Forrest was either:

2.3.2.2.1. aware of the practice of retention and allowed it to

continue; or

2.3.2.2.2. was unaware — in which case he is guilty of failing to
ensure that his authority was properly exercised by the

pathologists.
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2.3.2.3. In any event, he and his predecessor, Mr Hawkins, should take
responsibility for the abuse of their judicial office and the suffering

this has caused.

2.4. The Use of Post-Mortem and the Use of Retained Material

24.1.

24.2.

2.4.3.

Where a child died whilst under the care of the paediatric cardiac unit, it was
usual practice to hold a clinico-pathological meeting in which the

pathologist could discuss the child’s death with the treating clinicians.

We accept that these meetings may be a useful educational tool. However,

we are critical of the fact that:
2.4.2.1. such meetings were not minuted;

2.4.2.2. there was no mechanism to ensure that lessons learnt from an

individual case improved the care of others;

2.4.2.3. where — as must have occurred 1n a considerable number cases — the
quality of care contributed to the child’s death, neither the coroner

nor the child’s parents were informed.

In our view, the clinicians and pathologists at Bristol were unable to
demonstrate that their practice of autopsy and tissue retention improved the

quality of care for patients in the paediatric cardiac unit.
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3. NATIONAL PRACTICE

3.1.  Clinicians and Pathologists

3.1.1.

3.1.2.

3.1.3.

3.14.

3.1.5.

Pathologists have been routinely removing and retaining material (tissue and

organs) from bodies for decades.
This practice has been facilitated by:

3.1.2.1. the paucity of guidelines, legislation and case law on the subject —
which has allowed the medical profession to use the powers of the
coroner to pursue its own twin purposes of education and research;

and

3.1.2.2. in the case of a cororner’s post-mortem, a deliberate policy of not

informing the deceased’s relatives.

In our view, it is to the discredit of the medical profession that they have
ignored the moral rights and feelings of bereaved relatives and continue to

seek to justify their practice by a lack of clarity in the law.

The public should not need Parliament or the courts to regulate medical
practice. The profession should have properly assessed and amended its own

practices and procedures many years ago.

Professor Green gave the Inquiry an idea of the timescale over which such a
process has taken place. But progress has been snail-like and patrician

attitudes remain in place:

3.1.5.1. until the 1960s pathologists removed any material from bodies

undergoing coroner’s post-mortems;

3.1.5.2. by the mid-60s pathologists began to retain only that material which

related to the cause of death;

3.1.5.3. pathologists did not seriously consider the issue of consent until the
1970s;

3.1.5.4. and it took until the mid-1980s and the publication of a paper by the
pathologist Professor Knight for the issue of consent to be properly

addressed.




3.2.

3.1.6.

3.1.7.

3.1.8.

3.1.9.
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Despite the gradual acknowledgment and acceptance of relatives’ feelings, it

is still considered acceptable practice:

3.1.6.1. for pathologists to retain material for the purpose of education and
research following a coroner’s post-mortem, where those tissues or
organs have been initially removed for the purpose of determining

the cause of death;

3.1.6.2. for families not to be told of this until after it has been done — if at

all; and

3.1.6.3. for pathologists to consider material removed from a deceased
person as property owned by either themselves or their hospital

departments.

Our views of the legality of this practice are set out in our ‘Submission of

the Bristol Heart Children’s Action Group on Issue J’.

However, as the events in Bristol and Liverpool exemplify, the primary

issue 1s not legal — not ‘who had legal authority to do what’ — but ethical:

3.1.8.1. what duties do the medical profession have towards bereaved

relatives; and
3.1.8.2. what steps may be taken to ensure that those duties are met.

We will respond to the Royal College of Pathologists Draft Guidelines in

due course.

The Coroner

3.2.1.

3.2.2.

It is clear from the Inquiry’s brief examination of the coromal system that it
is in urgent need of detailed scrutiny and overhaul. While the public awaits a
full reassessment of the value of coroners’ investigations, it is in our view
important that coroners are properly trained, externally monitored and

regulated.

The importance of regulation was highlighted by the Inquiry’s exploration

of the issue of tissue retention following coroners’ post-mortems.
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3.2.3. It was clear from the evidence of Professor Green that liaison between
coroners, clinicians and pathologists, was still a matter of local practice and

not a nationwide requirement.

3.2.4. The present level of communication between the Coroners’ Society and the
Royal College of Pathologists is less than satisfactory. This was exemplified
by two witnesses’ opposing views of the ambit of Rule 9 of the 1984

Coroners Rules.

3.2.4.1. Professor Green’s view — having consulted his local coroners — was
that material removed to establish the cause of death under Rule 9,

could then be used for medical research.

3.2.4.2. This was clearly contradicted Mr Burgess, on behalf of the
Coroners’ Society, who told the Inquiry that: ‘the Society’s view
remains that any material that is retrieved at or in the course of a
postmortem examination cannot be used beyond the limited purpose

of a Coroner'’s inquest’.

3.2.5. Had a proper dialogue been maintained between the two organisations, the
tacit practice of tissue and organ removal would either never have developed

or have been subject of public scrutiny and amended.

3.2.6. Coroners have daily contact with bereaved families. They are, and should
be, sensitive to the emotional turmoil which retention without consent can
cause. They should also have been alert — from at least the time of the 1961
Human Tissue Act — to the growing emphasis on the rights of bereaved

relatives.

3.2.7. By allowing the medical profession to use the powers of the coronial office
for their own purposes, coroners have abrogated a key public duty and are
partly responsible for a national scandal — the effects of which are still to be

fully recognised.




1.

J. CONCERNS

ACCOUNTABILITY

AND

INTRODUCTION

1.1.

1.2.

This section of our Submission deals with two issues:

1.1.1.

1.1.2.
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concerns raised about the quality of the paediatric cardiac service at Bristol

between 1984 and 1995;

the accountability of those individuals who in our view must share

and

responsibility for the death and damage of the children who were treated

there.

It 1s divided into four sections:

1.2.1.

1.2.2.

1.2.3.

1.2.4.

Dr Roylance;

Mr Wisheart;

Clinicians and Managers;

Conclusion.
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SUB 0013 0094

DR ROYLANCE
2.1.  Overview
2.1.1.  As District General Manager and subsequently Chief Executive of the

2.1.2.

2.1.3.

2.14.

UBHT, Dr Roylance held ultimate responsibility for the quality of the health

care at Bristol.

It was Dr Roylance’s duty to ensure that, in response to the repeated

concerns about the outcomes of paediatric cardiac surgery:

2.1.2.1. the service was formally and thoroughly investigated by all those

involved; and

2.1.2.2. either immediate steps were taken to improve the quality of the

service; or

2.1.2.3. surgery at the unit was abandoned until such steps could be

implemented.
The BHCAG submit that Dr Roylance failed to meet that responsibility:

2.1.3.1. by refusing to respond properly to specific instances of concemn

about the quality of the paediatric cardiac service;

2.1.3.2. by maintaining an inflexible principle of clinical autonomy — which
allowed the concerns and disagreements of clinicians to fester and

perpetuate; and

2.1.3.3. by imposing an autocratic management style on the service — which
created a culture where criticism was equated with disloyalty and

consequently discouraged.

Each of these will be considered in turn.







