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1. Condolences to Family and Friends of Nico
1.1. The

Independent Investigation Team would like to extend its condolences to
the family and friends of Nico. The Co-Chairs of the Independent Investigation
met with Nico’s family on several occasions and are grateful to them for the
time that they gave and the insights that were offered which supported the work
of the Investigation. We hope that this Investigation has been able to address
the questions that Nico’s family have raised.
Oxfordshire CCG would like to offer our condolences to the family and friends
of Nico Reed. The CCG recognises the importance of the family’s perspective.
The impact statement by Nico’s family is included in Appendix A. Please note
that the Independent Investigation Team did not find evidence to support
assertions made by the family within the statement.

2. Introduction and Background History to the
Commissioning of the Report
2.1. In

the autumn of 2015 the Health and Social Care Advisory Service
(HASCAS) was commissioned by NHS Oxfordshire Clinical Commissioning
Group to provide an independent overview of the care and treatment that Nico
received during his life, with a particular focus on the last two years, and to
review the circumstances of Nico’s death. Earlier events have also been taken
into account in order to understand Nico’s care and treatment in context.
2.2. The

Investigation was commissioned under the 2015 NHS England Serious
Incident Framework - Supporting Learning to Prevent Recurrence, which states
on P61, bullet 2 that an investigation can be commissioned “Where the
commissioner(s) or provider(s) or the patient/family feel that the nature of the
potential causes of an incident warrant independent scrutiny in order to ensure
lessons are identified and acted upon in a robust, open and transparent
manner”. The purpose of the Investigation is to learn any lessons that might
help to improve local services and the commissioning of those services.
2.3. Those

who attended for interview to provide evidence were asked to give an
account of their roles and provide information about clinical and managerial
practice. They all did so in accordance with expectations. We are grateful to all
those who gave evidence directly, and those who have supported them. We
would also like to thank the various NHS Trust’s and other agencies who
granted access to facilities and individuals throughout this process.

3. Summary of Terms of Reference
3.1. The

HASCAS Investigation was commissioned by the NHS Oxfordshire
Clinical Commissioning Group. The Terms of Reference (ToR) written by the
Commissioner are set out below.
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Activity
To gather as much relevant information as
reasonably possible and review all facts
associated with the care provided for Nico
To review the Serious Incident Requiring
Investigation (root cause analysis) report of the
investigation commenced by Ridgeway
Partnership and carried out and managed by
Southern Health NHS Foundation Trust at the
handover of the services
To interview the key people involved in the
commissioning and provision of service to Nico
To review all relevant records, risk assessments,
support plans and other documentation relating to
the services that were provided to Nico
To consider the services provided for Nico by
Barrantynes supported living home to ascertain if
they were of a good standard - comparing this to
recognised best practice in the provision of social
care for people with complex physical and
learning disability
To consider the services commissioned by
Oxfordshire County Council for Nico, considering
whether these services were reviewed and met
his assessed need
To consider whether the services provided for
Nico by Barrantynes supported living home were
in accordance with Ridgeway Partnership
policies, procedures and guidelines
Ascertain the views of Nico’s family in relation to
services provided for Nico based on the input that
the family wish to have.
To gather as much relevant information as
reasonably possible and review all facts
associated with the pathway for Nico from
Penhurst School aged 21 to Barrantynes
supported living home
To particularly consider information relating to
key assessments and decision points relating to
Nico transition from Penhurst School aged 21 to
Barrantynes supported living home
To consider choices available and offered to Nico
and his family associated with transition from
Penhurst School aged 21 to Barrantynes
supported living home
To consider whether the assessments
undertaken with Nico by the North Oxfordshire
Learning Disability Team and Barrantynes
supported living staff were of a good standard comparing this to recognised best practice in the
assessment of people with complex learning
disabilities
To consider whether the assessments

Purpose
Data Gathering (Performance)

Data Gathering (Governance)

Data Gathering (Performance and
Governance)
Data gathering (Planning and
Performance)
Analysis and Assessment (Planning
and Performance)

Analysis and Assessment
(Performance)

Analysis and Assessment
(Performance)

Data Gathering (Performance)

Data Gathering (Assessment)

Analysis and Assessment
(Assessment)

Analysis and Assessment (Planning)

Analysis and Assessment
(Assessment)

Analysis and Assessment
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undertaken by North Oxfordshire Learning
Disability Team and Barrantynes supported living
staff with Nico were in accordance with relevant
policies, procedures and guidelines.
To ascertain the facts of Nico’s death, including
the events leading up to it, and whether this could
have been prevented.
To form conclusions and make recommendations
for developments in practice to improve the
quality of assessments and services within the
scope of the investigation and if possible reduce
the risk of similar incidents reoccurring.

(Assessment)

Data Gathering (Governance)

Outcome

4. The Independent Investigation Team
4.1. The

Independent Investigation Team was comprised of individuals who
worked independently of Hampshire and Oxford-based services (where the
provider and commissioning organisations were primarily based). All
professional team members were current in relation to their practice and
experienced in Investigation work of this nature. The individuals who worked on
this case are listed below.
Dr Androulla Johnstone

CEO Health and Social Care Advisory
Service/ HASCAS Consultancy Ltd:
Independent Investigation Co-Chair

Mrs Jane Duncan

Director HASCAS Consultancy Ltd:
Adult Safeguarding Lead and
Independent Investigation Co-Chair

Mrs Ruth Dixon

Social Worker: Mental Capacity Act
Lead

Dr S J Hamilton

Forensic Pathologist

Mr Christopher Welton

Director Health and Social Care
Advisory Service: Lay Member

Mr Greg Britton

Health and Social Care Advisory
Service: Investigation Manager

5. Documents used by the Investigation
5.1. The

Investigation Team has considered in excess of 8,000 pages of clinical
and social support documentation. Not all of the services involved with Nico’s
care and treatment over the years supplied clinical documentation to the
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Investigation on request. The documents accessed and used by this
investigation included:
1. Nico’s records from Penhurst School (partial records), Barrantynes
supported living and General Practice.
2. Records presented to the Coroner’s Inquest held on 11 and 12 December
2014 from both Nico’s family and Southern Health NHS Foundation Trust
(SHFT).
3. Transcript of the Coroner’s Inquest held on 11 and 12 December 2014.
4. Relevant Policies and Procedures from Ridgeway Partnership (who
managed Barrantynes supported living home) and Southern Health NHS
Foundation Trust.
5. Southern Health NHS Foundation Trust Internal Investigation Archive.
6. Care Quality Commission reports.
7. Assurance Review commissioned in 2012 by NHS South of England into
Oxfordshire Learning Disability NHS Trust/Ridgeway Partnership
8. Limited records from the London Borough of Brent relating to Nico’s
Statement of Special Educational Needs.
9. Statements from witnesses called to the Coroner’s Inquest on 11 and 12
December 2014.
10. Records from the General Practitioner and a statement relating to the care
of Nico.
11. A HASCAS commissioned independent forensic pathology report to address
outstanding issues.
12. Documents including emails, letters and other information provided to the
investigation by Ian and Rosi.
13. National Policy documents from the Department of Health, the Department
of Education, Mencap, Scope, the Association of Directors of Adult Social
Services (ADASS) and the Care Quality Commission.
14. Records from Oxfordshire County Council (redacted) from Education,
Contracting, Finance, and Children’s and Adult’s Social Services.
15. Records of SIRI meetings and reports from Oxfordshire Clinical
Commissioning Group
16. Statements from witnesses called to give evidence to this Independent
Investigation

6. Methodology
Issues with Fulfilling the Terms of Reference and Family Expectation
6.1. Nico was a young man with Athetoid Cerebral Palsy and complex needs.
His parents considered that, whilst non-verbal, he could understand and
participate in decision making. At the inception of the Independent Investigation
they were surprised to discover those providing care to Nico considered him to
be a person with a severe learning disability. They asked the Independent
Investigation to establish the facts in relation to this diagnosis.
6.2. In

order to do this, the Independent Investigation required access to the
educational psychology assessments that were carried out when Statements of
Special Educational Need were conducted for Nico. NHS Oxford Clinical
6
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Commissioning Group pursued this matter with limited success and the records
were not forthcoming. It has not therefore been possible to address this issue in
a definitive manner.
6.3. In

addition, the records from Oxfordshire County Council were redacted to
remove the names of individuals involved, which meant that it was not always
possible to understand where particular pieces of information had come from.
Where there was doubt, this information was excluded from the Investigation.
Meetings with Nico’s Family
6.4. The Co-Chairs of the Independent Investigation Team met with Nico’s
family on four occasions during the Investigation. These meetings were to
ensure a robust understanding of Nico’s family’s concerns and to ensure that
Nico’s care pathway was discussed and examined by those who knew him
best. The meetings were held on:





22 December 2015;
29 September 2016;
2 November 2016; and
2 December 2016.

6.5. A meeting was also held with Nico’s family, NHS England Southern Region,
NHS Oxford Clinical Commissioning Group and the Co-Chairs of the
Independent Investigation Team on 10 July 2017 to discuss factual accuracy
processes and pre-publication strategies.

Root Cause Analysis
6.6. The analysis of investigation evidence was undertaken using Root Cause
Analysis (RCA) Methodology. Root causes are specific underlying causes that
on detailed analysis are considered to have contributed to a critical incident
occurring. This methodology is the process advocated by NHS England when
investigating critical incidents within the National Health Service.
6.7. The

ethos of RCA is to provide a robust model that focuses upon underlying
cause and effect process. This is an attempt to move away from a culture of
blame that has often assigned culpability to individual practitioners without due
consideration of contextual organisational systems failure. The main objective
of RCA is to provide recommendations so that lessons can be learnt to prevent
similar incidents from happening in the same way again. However it must be
noted that where there is evidence of individual practitioner culpability based on
findings of fact, RCA does not seek to avoid assigning the appropriate
responsibility. RCA is a four-stage process. This process is as follows:
1. Data collection. This is an essential stage as without data an event cannot
be analysed. This stage incorporates documentary analysis, witness
statement collection and witness interviews. A first draft timeline is
constructed.
2. Causal Factor Charting. This is the process whereby an Investigation
begins to analyse the data that has been collected. From this, causal factors
or critical issues can be identified.
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3. Root Cause Identification. This process is conducted in order to
understand the underlying reasons behind causal factors.
4. Recommendations. This is the stage where recommendations are
identified for the prevention of any similar critical incidents occurring again.
6.8. When conducting a root cause analysis the Investigation Team seeks to
avoid generalisations and uses findings of fact only. It should also be noted that
it is not practical or reasonable to search indefinitely for root causes, and it has
to be acknowledged that this, as with all processes, has its limitations. In this
report a Contributory Factor is defined as anything that might have
contributed to Nico’s care and treatment being delivered in a sub-optimal
manner. A Service Issue is any matter that is an identified lesson for learning
but did not impact directly upon Nico’s care and treatment outcomes. This
report has found no direct causation between any act or omission and the death
of Nico.

Witnesses Interviewed
6.9. It should be noted that several of the witnesses that the Independent
Investigation Team wished to interview had either left the service or retired and
were no longer available. Some witnesses refused to take part and could not be
compelled because they were no longer employed in NHS services and not on
a professional register.
6.10 The

following witnesses were asked to provide statements and/or were
interviewed by the Independent Investigation Team:
1. An advocate for the family who had facilitated Nico’s person-centred
planning at Penhurst School and Barrantynes supported living home.
2. A senior manager from Oxfordshire Learning Disability NHS Trust/Ridgeway
Partnership, responsible for the social care services in Ridgeway
Partnership including Barrantynes.
3. Lead GP for Nico from the Chiltern Surgery, Oxford.
4. A nurse from Barrantynes supported living home who was present on the
morning of Nico’s death.
5. A carer from Barrantynes supported living home who provided care to Nico.
6. An individual who provided direct social services input to Nico.
7. An individual who provided management input within the social services
element of the North Oxfordshire Learning Disability Team.
8. A carer from Penhurst School who provided care for Nico both at Penhurst
and after his placement at Barrantynes.
9. The interim Chief Executive of Southern Health NHS Foundation Trust.
10. The Medical Director of Southern Health NHS Foundation Trust.
11. The Associate Director of Operations for Mental Health and Disability,
Southern Health NHS Foundation Trust.
12. The Associate Director of Quality Governance, Southern Health NHS
Foundation Trust
13. The Incident and Investigation Manager, Southern Health NHS Foundation
Trust.
14. The Director of Nursing and Quality, Oxfordshire Clinical Commissioning
Group
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15. The Senior Quality Manager, Oxfordshire Clinical Commissioning Group
16. The Quality Improvement Manager, Oxfordshire Clinical Commissioning
Group
In addition, a parent from Barrantynes supported living home came forward
and wished to speak to the Independent Investigation Team to provide context
about how the home was set up and run.
6.11.

7. Organisations Involved in this Investigation
7.1. The

Independent Investigation Team reviewed documentation from five
organisations which played a key part in Nico’s care pathway.
Penhurst School
7.2. Nico attended Penhurst School from 1996 to 2010. The School was based
in Chipping Norton, Oxfordshire and was run by the charity, Action for Children.
7.3. The

building had originally opened in 1903 as a national childrens’ home
and from the outset, was used as a home and residential school for
convalescent and physically disabled children. In 1953 the home became
Penhurst School, providing specialised care for severely disabled children and,
at the time that Nico attended the School, was focused on those children and
young people with profound and multiple learning disabilities (PMLD).
7.4. Penhurst

School was a non-maintained, specialist school which accepted
placements from Local Authorities from all over the United Kingdom. The
school provided education, therapy and care for up to 52 weeks of the year.
Many of the pupils had complex medical needs. When Ofsted inspected in
2010, they judged it an outstanding school.
7.5. The

approach of the school was summed up by a spokesperson from Action
for Children. Penhurst School had “specialist therapists, nurses and teachers
on site, making communication between professionals and carers easier, and
allowing for intensive input where necessary. Specialist centres for PMLD can
also ensure the consistent implementation of an appropriately individualised
curriculum, a 24-hour total communication environment and the embedding of
vital approaches, such as intensive interaction and sensory integration”.
7.6. Penhurst

School closed in 2013 due to falling numbers of pupils, which
made the service financially unsustainable.
Oxfordshire Learning Disability NHS Trust (OLDT) - The Ridgeway
Partnership
7.7. OLDT is the formal name of the Ridgeway Partnership. It was a specialist
learning disability Trust that provided a range of health and social care services
across Oxfordshire, Buckinghamshire, Swindon, Wiltshire, Dorset, Bath and
North East Somerset.
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7.8. The

health services provided to Nico included support from an Occupational
Therapist, a Speech and Language Therapist and a Physiotherapist.

The social care services provided by Ridgeway Partnership comprised
supported living environments for approximately 240 people, funded through
contracts with Local Authorities. Ridgeway Partnership supplied staff into the
supported living homes in Oxfordshire, through a domiciliary care agency on
three sites. The agency was regulated by the Care Quality Commission.

7.9.

7.10. In

June 2011, in a Review of Compliance, CQC found that “Ridgeway
Oxford City and South Oxfordshire domiciliary care agency was meeting all the
essential standards of quality and safety we reviewed but, to maintain this, we
suggested that some improvements were made”. The improvements that CQC
suggested, related to supporting staff through better recording of training
undertaken, assessment and monitoring of the quality of service provision, and
more effective collation of complaints.
7.11. In

March 2011 the OLDT Board took the decision not to proceed with an
application to become a Foundation Trust (FT) on a standalone basis, and to
seek to merge with an established FT. OLDT formally merged with Southern
Health NHS Foundation Trust, as their preferred choice, in November 2012.

Barrantynes Supported Living Home
7.12. Nico lived at Barrantynes from November 2010 to August 2012.
7.13. Barrantynes

supported living home was established by a parent in the
1990’s. It is a purpose built bungalow, currently owned by Advance Housing,
which accommodates four individuals and is based in Chalgrove, Oxfordshire.
The staffing is provided by an external organisation and whilst Nico lived there
staff were supplied by Ridgeway Partnership through their domiciliary
arrangements. In addition, therapy and nursing services were provided through
OLDT and learning disability social care services were managed by Oxfordshire
County Council.

7.14. The

care the individuals who live within Barrantynes receive is funded by
Oxfordshire County Council. The rent is covered through housing benefit. The
parents of the residents work with the Council to ensure that the staffing
suppliers understand the ethos of the environment.

7.15. The

parents hold both Quality Circle meetings (with the staffing provider)
and Housekeeping meetings (amongst themselves) to ensure that the home
runs smoothly and the young adults living there receive the social and physical
support they need.

Southern Health NHS Foundation Trust
7.16. Southern Health is an NHS Foundation Trust based in Hampshire. At the
time of writing this report it provided learning disability and social care services
(through TQ21, the social care division) in addition to community health and
specialist mental health services. It was one of the largest providers of these
types of services in the United Kingdom.
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7.17. Southern

Health NHS Foundation Trust merged with Ridgeway Partnership
on 1 November 2012 and staff within Barrantynes became employees of the
Trust.
7.18. The

internal investigation carried out into Nico’s death, was commenced in
Ridgeway Partnership but was suspended whilst waiting for direction from the
Coroner. The investigation was therefore carried out under the management of
Southern Health NHS Foundation Trust through TQ21.

7.19. In

addition, Ian and Rosi made a complaint about the services provided to
their son by Ridgeway Partnership. This complaint was also dealt with by
Southern Health NHS Foundation Trust.
Oxfordshire County Council
7.20. Nico’s package of care at Barrantynes was commissioned by the North
Oxfordshire Learning Disability social care team, employed by Oxfordshire
County Council. The funding was provided to Nico through an individual budget
but was managed directly by Oxfordshire County Council with the provider of
care, Ridgeway Partnership.
7.21. At

the time that Nico received services from Oxfordshire County Council,
the budget for learning disability clients in Oxford was a pooled budget between
health and social care. Oxfordshire County Council entered into a Partnership
Agreement under Section 31 of the Health Act 1999 with NHS
commissioners and was authorised to act as lead commissioner on behalf of
those NHS commissioners.

8. Narrative Chronology
8.1. The

narrative chronology provides a concise history of Nico’s care and
treatment.

Background
8.2. Nico

was born on 13 April 1989 in London. He was born with a severe form
of Athetoid Cerebral Palsy with Hypotonia of unknown origin and was described
as having developmental delay. He lived at home until he was six years old and
attended pre-school at the Hornsey Centre for Conductive Education and this
placement was privately funded by his family.
8.3. Nico

moved to Penhurst School in Chipping Norton in 1996 where he lived
Monday to Friday spending weekends and holidays with his family. At Penhurst
School Nico lived in Windrush House until he was 18 and then transferred to an
adult placement in Redwood House until he was 21 years old. He then moved
into a further adult placement at Barrantynes supported living home in
November 2010.
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8.4. Within

Barrantynes Nico lived with three other individuals who had similar
levels of need. Nico had regular visits home with his parents, his sister and his
brother-in-law and they were involved in his care within Barrantynes.

8.5. Nico

lived in this adult supported living environment until the morning of the
22 August 2012, when he was found unresponsive in his room. He was
attended by paramedics and transported to the local Accident and Emergency
Department where death was verified. He was 23 years old.

History of Care and treatment
1989-1992
8.6. Nico

was born on 13 April 1989. He was born at full term, a normal vaginal
delivery and weighed 7lbs 1oz. He did not require resuscitation and despite his
Mother having been diagnosed with gestational diabetes one week before his
birth, his blood glucose levels were normal. At the age of one month, he was
noticed to have a convergent squint and nystagmus1. At the age of three
months he was admitted to hospital for tests. Whilst these were all found to be
within normal limits, the hospital Consultant Paediatrician noted that he did not
“handle normally” for his age.
8.7. The

community Consultant Paediatrician, alongside the hospital Consultant
Paediatrician, continued to see Nico at outpatient clinics at Willesden Hospital
between 1989 and 1992. During this period Nico did not make the progress
expected for his age.
8.8. In

1992 Nico was seen by a Neurology Registrar from The Hospitals for
Sick Children, Queen Elizabeth Hospital for Children where he had been
admitted for investigation. Nico underwent a further series of tests and was also
assessed by a Dermatologist due to an orange coloured lesion on the back of
his head of unknown diagnosis. The Consultant discussed the findings with
Nico’s parents and explained that Nico had an athetoid cerebral palsy for which
the main concern was his developmental delay.
1993
8.9. Nico continued to see the community Consultant Paediatrician who
prepared Medical Advice to the Education Development and Social Services
Department within Parkside Health in London. She stated that Nico had a very
severe form of Athetoid Cerebral Palsy but, despite extensive investigation, no
detectable cause could be found. Advice to the Education Department was that
he should attend a school where there was a very great deal of individual
attention, both for his motor disabilities and also for his general learning
difficulties.

1 Nystagmus is a condition which causes constant movement of the eyes which a person cannot control. It is caused
by a problem with the way the eye sends messages to the brain.
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1994
8.10. In May a letter from the community Consultant Paediatrician to the GP
noted that she had seen Nico in clinic after a long absence as there were
difficulties with the statementing procedure that Nico was going through. Nico
was attending the Hornsey Centre for Conductive Education three days a week
and whilst Ian Reed, his Father, was describing progress the community
Consultant Paediatrician described this progress as limited.

1995
8.11. In

February the London Borough of Brent Special Needs Assessment and
Pupil Services issued a Statement of Special Educational Needs. In March
Nico was not in school as his parents wished him to continue to attend the
Hornsey Centre; however no place was available. Nico’s parents pursued a
case with the Ombudsman. Brent Local Education Authority wanted Nico to
attend Hay Lane School and his parents wanted him to go to the Hornsey
Centre where they carried out conductive education. In October Nico was
offered a place at Penhurst School in Chipping Norton Oxfordshire with the
proviso that he moved on to Hay Lane School in the following July. His parents
refused, however they did accept a short-term placement at Penhurst School in
the interim and lodged an appeal with the Special Educational Need Tribunal.
In November Brent Local Authority sent Nico’s family a formal letter accepting
ongoing responsibility for funding his placement at Penhurst School.
1996

8.12. In

January Nico was admitted to Windrush House at Penhurst School for
children with profound and multiple learning disabilities. The Special
Educational Needs Tribunal ruled that Penhurst School should be named in
Nico’s Statement of Special Educational Needs.
1997
8.13. In

September, a Consultant in Paediatric Neurology wrote to the General
Practitioner (GP) noting that Nico had been investigated thoroughly at Great
Ormond Street Hospital and they had ruled out Pelizaeus-Merzbacher disease 2.
1998
8.14. In

June, a meeting was held to discuss Nico’s Annual Report from
Penhurst School. The Speech and Language Therapist (SaLT) noted that Nico
enjoyed interaction with peers and adults and whilst sometimes slow to
respond, really enjoyed active communication. It was also noted that Nico was
able to use a communication aid through a single switch system. The
Statement of Special Educational Needs Annual Review took place on the
same day.

2 Pelizaeus–Merzbacher disease (PMD) is a rare x-linked, genetic central nervous system disorder in which
coordination, motor abilities, and intellectual function are delayed to variable extents
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1999
8.15. In

June a meeting to discuss Nico’s Annual Report from Penhurst School
and Statement of Special Educational Needs was heId; it was noted that the
local education authority responsible for the Statement was the London
Borough of Brent.
2000

8.16. In

June a meeting to discuss Nico’s Annual Report from Penhurst School
and Statement of Special Educational Needs was held. Nico was 11 years of
age. The SaLT report highlighted that Nico’s ability to concentrate was
increasing and he appeared to be able to follow the flow of simple conversation.
She also noted that Nico had good control over the procedure for switch use.
Nico received weekly SaLT in term time.
2001
8.17. In

March Nico was seen by a Paediatric Gastroenterology Nurse who
visited Penhurst School to meet with Nico and his parents. The discussion
centred on his poor nutrition and it was arranged that there would be dietetic
(specialist) input regarding feeding and supplementation. Nico was seen in the
gastroenterology outpatients in April and June and there was continued
concern about his weight. In July Nico was admitted for two nights to the John
Radcliffe Hospital for a gastric pH study under the Consultant for Paediatric
Gastroenterology. A discussion took place about gastrostomy feeding with Ian
and Rosi who asked to get a second opinion before making a decision.
2002
8.18. Nico

attended the paediatric gastroenterology outpatient department at the
John Radcliffe Hospital in February and his parents agreed to a Percutaneous
Endoscopic Gastrostomy (PEG) operation to ensure Nico received enough
nutrition 3.
8.19. There

was an Annual Review of Statement of Special Educational Needs
in June. In relation to communication it was recorded that whilst Nico used
switches to activate toys and other equipment it was not effective as a means of
communication for him.
2003
8.20. In

February Nico was seen in the outpatient clinic by the Paediatric
Gastroenterology Consultant. His weight was noted to have improved and a
decision was made to convert the PEG to a mini button. This procedure was
carried out at the John Radcliffe Hospital in March with the intention of
improving enteral feeding. In June Nico’s annual review of his Statement of
Special Educational Needs noted that he was having some difficulty taking food
and drink orally post gastronomy but his weight gain was described as steady.

3 A percutaneous endoscopic gastrostomy is a medical procedure in which a tube (PEG tube) is passed into a patient’s
stomach through the abdominal wall, most commonly to provide a means of feeding when oral intake is not adequate
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2004
8.21. In

May Nico was seen by the Consultant for paediatric gastroenterology
who noted that Nico seemed stronger and less lethargic than at previous
outpatient appointments. In June Nico’s Annual Review of Statement of Special
Educational Needs took place and the transition plan noted that Nico was to
stay at Penhurst School until age 19. In August Oxfordshire Local Education
Authority Special Needs Assessment Service accepted responsibility for Nico’s
Statement of Special Educational Needs.
8.22. In

September a letter was sent to Nico’s parents from Oxfordshire Local
Education Authority to inform them of the intention to assess Nico to ensure
that his Statement of Special Educational Needs remained appropriate to his
need. In October Oxfordshire Education Authority began to consider whether a
more appropriate placement for Nico might be Oxford or Witney College and
they set in train arrangements to undertake a health needs assessment.

8.23. In

November a Health Care Report was written by staff at Penhurst
School, this noted that Nico was suffering from a slight increase in the spasms
that he had been experiencing. Oxfordshire County Council agreed to fund
Nico’s placement at Penhurst School until June 2005. They wrote to Ian and
Rosi, enclosing a proposed Amended Statement of Special Educational Needs,
to confirm that they believed Nico’s needs could be met through college after
age 16.
2005
8.24. In January Nico’s GP recorded that he was experiencing worsening and
more frequent muscle spasms. Rosi Reed had a carer’s assessment
undertaken by Oxfordshire County Council which noted that she could not
manage Nico at home on her own.
8.25. During February Oxfordshire Local Education Authority explored whether
they could cease Nico’s Statement of Special Educational Needs through
provision of education at a local college and health and social care provision at
home. Oxford and Cherwell College confirmed they could meet Nico’s
educational needs. Oxford City Primary Care Trust confirmed that they would
not contribute towards a package of care at home for Nico. In March Rosi Reed
received a letter from Oxfordshire Local Education Authority to notify her of the
intention to end the Statement of Special Educational Needs and transfer Nico’s
education to Oxford and Cherwell College.
8.26. In

May Ian and Rosi appealed to the Special Education Needs Tribunal
against Oxfordshire Local Education Authority’s decision to cease Nico’s
Statement of Special Educational Needs. Within the Appeal documentation it
was noted that Nico was experiencing increasing hyperextensions (spasms)
which caused him to choke. Oxfordshire Local Education Authority confirmed
funding would be in place for Nico up to the age of 19 and he would stay at
Penhurst School.
8.27. In

September the SaLT at Penhurst School noted Nico had problems
swallowing due to his head position and also recorded observation that Nico
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would aspirate on his saliva. In November the Penhurst School Annual Report
and Annual Review of Statement of Special Educational Needs was carried out.
It was noted by the paediatric dietetic service that Nico was failing to gain
weight and they had written to the GP who had referred Nico to the Paediatric
Gastroenterology Consultant at Ian and Rosi’s request.
2006
8.28. In January it was noted that Nico was vomiting and this was increasing.
Therefore in March Nico was referred by the GP to the Paediatric
Gastroenterology Consultant due to gastro-oesophageal reflux and refusal to
take oral feeds.
8.29. In

October the Specialist Registrar to the Consultant Paediatric
Gastroenterologist wrote to the GP to highlight that Nico was persistently
vomiting in the mornings. Ian and Rosi had expressed concern about
aspiration. In November Nico underwent a pH study and in December Nico
had a barium swallow test at the John Radcliffe Hospital which was reported as
normal.
2007

8.30. In

March the GP referred Nico to the Community Nutrition and Dietetic
Department to request a review of the vomiting and reflux he was experiencing.
The Consultant Paediatric Gastroenterologist had now discharged Nico from his
care. In July the GP made a referral to an Adult Upper Gastro-Intestinal
Consultant at the John Radcliffe Hospital. The letter described Nico’s difficulties
in relation to feeding, failure to gain weight and morning vomiting. The letter
noted that Nico had received a SaLT assessment which suggested he was at
risk of aspiration
8.31. In

September Nico was seen by a Consultant Surgeon at the John
Radcliffe Hospital. The Consultant Surgeon wrote to the Consultant Paediatric
Gastroenterologist who had previously treated Nico to request further
information. The letter stated that the Consultant Surgeon proposed a further
test to examine whether the issue was caused by a mechanical problem below
the stomach. The Consultant Paediatric Gastroenterologist responded and
outlined all of the tests and interventions that had been tried and suggested that
Nico suffered from foregut dysmotility as a result of his cerebral palsy and
further surgery could make the symptoms worse 4.

8.32. In

November Nico underwent a Barium Meal at John Radcliffe Hospital
and a further carer’s assessment was carried out for Ian and Rosi by
Oxfordshire County Council.

4 Intestinal dysmotility is the term used to describe a variety of symptoms that occur when the gut does not work
properly at moving its contents along and loses its ability to co-ordinate muscular contractions
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2008
8.33. In

January the Consultant Surgeon wrote to the GP to confirm that both he
and the Paediatric Gastroenterology Consultant agreed that laparoscopic antireflux surgery might make Nico’s symptoms worse. He was of the view that the
symptoms were due to dysmotility associated with cerebral palsy.
8.34. In

February Nico was admitted to the Horton Hospital (Banbury) overnight
as a result of reduced urine output and vomiting. He was discharged the
following day.

8.35. In

March the Oxfordshire Adult Learning Disability Team wrote to Ian and
Rosi regarding progress in finding an appropriate placement to meet Nico’s
needs in an adult setting. A meeting was held with Ian and Rosi to discuss care
providers and it was acknowledged that they would like him to stay at Penhurst
School.

8.36. Nico

was seen in April by Consultant Gastroenterologist (1) and his main
problem was noted to be morning vomiting. He was also seen by the Dietician
who put a plan in place to promote weight gain.
8.37. On 24 April a letter was sent to Ian and Rosi from the Adult Learning
Disability Team which advised that staff from West Street, Henley on Thames
had visited Nico and requested that his parents visit this supported living home.
In June a letter from the North Oxfordshire Learning Disability Team was sent
to Ian and Rosi which outlined the process that social and community services
would follow in relation to finding an accommodation placement for clients with
eligible needs and confirmed that Oxfordshire County Council would not be able
to fund Nico to continue at Penhurst School beyond the end of the 2008
academic year.
8.38. On

10 June Nico was seen by the Consultant Gastroenterologist (1). The
plan was proposed to exclude the morning feed in order to increase Nico’s
appetite for lunch.
8.39. During

June the SaLT from Penhurst School, wrote to a second
Consultant Physician and Gastroenterologist (2) and stated that she was very
concerned about Nico and the risk of aspiration. In addition Nico had been in
pain for some time and was diagnosed with a dislocated left hip by a Consultant
Orthopaedic Surgeon who scheduled surgery for October.
8.40. In

July there was an exchange of letters and emails between Ian and Rosi
and the North Oxfordshire Learning Disability Team. These letters focused on
the need to find a placement for Nico before the end of July. Whilst the social
services team were continuing to negotiate with Penhurst School, the proposed
cost of the service for Nico was outside of the resource available. On 25 July
Penhurst School agreed to take Nico at the requested cost and he commenced
at Redwood House on 4 August.
8.41. In

September the Consultant Gastroenterologist (1) wrote to the GP to
confirm that he had seen Nico who was still suffering from reflux symptoms.
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8.42. In

October Nico underwent a bilateral pelvic osteotomy for congenital
deformity of both hips under the care of a Consultant Orthopaedic Surgeon.
2009
8.43. In

March the GP wrote to the Consultant Orthopaedic Surgeon requesting
a review of Nico as the physiotherapist was concerned that it was becoming
increasingly difficult to move his hips into a neutral position.
8.44. During

April a behaviour management document was developed by an
Assistant Psychologist which provided an analysis of Nico’s morning vomiting.
Nico was seen by the Consultant Gastroenterologist (1) in May who noted that
the main issues he faced were vomiting and retching.

8.45. The

GP wrote to Ian and Rosi in August to say he had considered a lump
on the back of Nico’s scalp and it was a condition known as naevus sebaceous
and was benign.
2010

8.46. The

Consultant Gastroenterologist (1) saw Nico in the outpatient clinic in
January and noted that he was still experiencing early morning retching. In
February a letter from the North Oxfordshire Learning Disability Team to Ian
and Rosi outlined that the current cost of care at Penhurst was £2300 per week
and Nico’s self directed support assessment had given him a personal budget
(resource allocation) of £1600-1900 per week. The letter suggested a
placement in Oxfordshire that would meet Nico’s needs within the finance
available.

8.47. In

April a meeting was held at Penhurst School to complete a PersonCentred Plan for Nico which was a facilitated by an advocate for the family who
worked in this field (at an independent specialist agency) and had the requisite
skills. In May Nico was seen by the Orthopaedic Consultant and given a further
appointment in one year’s time.
8.48. Ian

and Rosi received a letter from North Oxfordshire Learning Disability
Team in June which informed them of another possible placement that was
now also under consideration for Nico. Ian and Rosi were invited to visit at the
end of the month but were unable to attend.
8.49. In

July Nico saw the Consultant Gastroenterologist (1) who confirmed to
the GP that the overnight drainage of the gastrostomy was working well and
Nico had put on weight. On 23 July a Best Interests meeting was held under
the Mental Capacity Act (2005) to determine where Nico should live on leaving
Penhurst School and the recorded decision was that he would move to Millers
Yard. An application for funding to keep Nico at Penhurst for another four
months was agreed to support a proper transition to this new provider.

8.50. On

23 August a referral was made by the North Oxfordshire Learning
Disability Team to the Psychology Team to request a mental capacity
assessment to establish whether Nico was able to make a decision with regard
to his placement.
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8.51. In

September a Health/Medical Needs Report written by the nurse at
Penhurst, outlined Nico’s current health needs as reflux and morning vomiting.
Ian and Rosi met with staff from the proposed placement, Millers Yard, to
discuss the package of care that would be put in place. The North Oxfordshire
Learning Disability Team confirmed that Nico’s planned move from Penhurst
School would go ahead at the end of November and no further funding was
available to extend this transition period.

8.52. In

October a review meeting was held to consider and update Nico’s
Person-Centred Plan and focused on Nico’s care needs and what he required
to gain enjoyment from his life. The meeting involved Nico, his parents and staff
from Penhurst School. An assessment was completed by staff from Millers Yard
who confirmed that they could meet Nico’s needs. Ian and Rosi requested the
North Oxfordshire Learning Disability Team fund a longer transition period for
Nico but this was refused. Training was arranged at Penhurst School for the
staff at Millers Yard and physiotherapy and occupational therapy advice was
sought to support the move. Rosi Reed contacted the North Oxfordshire
Learning Disability Team to ask what support would be available if the family
decided to bring Nico home. The Team confirmed that the occupational
therapists could only offer, after assessments, temporary equipment if Nico
returned home because the family house was on the market. No adaptations
could be made and although Nico was a high priority, the assessments could
take several months to complete.

8.53. A

Health Action Plan was completed for Nico at Penhurst School in
November which outlined the care he received and how to deliver it to ensure
good communication. The North Oxfordshire Learning Disability Team was
working toward a transition into Millers Yard as had been agreed in July. On 10
November Rosi Reed contacted the Team and outlined that the family had
visited Barrantynes supported living home and believed Nico would be a
“perfect fit” there. On 11 November the North Oxfordshire Learning Disability
Team confirmed a placement at Barrantynes for Nico and staff from this
supported living home arranged to attend Penhurst School for training. Ian and
Rosi met with the North Oxfordshire Learning Disability Team and requested
more time for transition which was refused. Nico moved from Penhurst School
to Barrantynes supported living home on 30 November.
8.54. In

December the staff at Barrantynes were getting to know Nico. They
noted that he vomited in the early morning and also experienced severe neck
extensions. A Temporary Transition Physical Management Plan was produced
by the Physiotherapist and Occupational Therapist. Rosi Reed expressed her
concern about a number of aspects of the plan. On 10 December a referral
was made to SaLT for an assessment of oral feeding. It was noted that oral
food would not be given until after the SaLT assessment was complete. Nico
returned home for Christmas with his family.
2011
8.55. In

January the six-week review of the placement was held with Ian and
Rosi to discuss what was working and what was not working for Nico. It was
agreed that staff would record when Nico was vomiting. On 21 January the
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Physiotherapist undertook a full Learning Disability Physiotherapy Assessment,
noting the strong neck extensor spasms which Nico experienced. On 25
January basic sign language training was carried out with Barrantynes staff by
the SaLT who taught eight signs to use to communicate with Nico.
8.56. In

February Nico received an assessment by the Physiotherapist on a
standing frame; he also had an outpatient appointment with the Consultant
Orthopaedic Surgeon. Nico was noted to be attending Rebound therapy using a
trampoline. The Physiotherapist met with Ian and Rosi to clarify what equipment
was now in place and confirmed that she had ordered a standing frame and
had completed her assessment for physical ability and health. On 18 February
Rosi Reed asked the Physiotherapist whether Nico needed an assessment of
consent/mental capacity and the Physiotherapist clarified the law around mental
capacity and best interests for the family. The occupational therapist reviewed
Nico in his newly delivered bed and confirmed it was suitable.
8.57. In

March the GP visited Nico in relation to soreness around his PEG site.
A wound swab was taken which did not indicate infection. The GP was also
contacted by Rosi Reed who requested help to resolve issues around Nico’s
oral feeding. The GP followed up with the SaLT who highlighted that she
wanted Nico to feel confident with Barrantynes staff before starting oral feeding.
The SaLT also undertook an assessment of communication with Nico. The GP
received a letter from the Consultant Orthopaedic Surgeon, following an
outpatient appointment, expressing concern that Nico was not receiving
physiotherapy at the required level. The Physiotherapist commenced training
with staff at Barrantynes as to how to undertake passive stretching to keep
Nico’s legs flexible. On 22 March Nico visited the Consultant Physician and
Gastroenterologist (2) who wrote to the GP to confirm that the overnight
drainage of the gastrostomy meant that the early morning vomiting had
significantly reduced. He also confirmed that there should be no impediment to
Nico eating and drinking orally to enhance the quality of his life.
8.58. In

April Nico’s standing frame was delivered and the Physiotherapist
worked with staff to ensure the frame was used to best effect for Nico. The staff
were also shown the appropriate stretches to be carried out with Nico prior to
using the frame. The Consultant Physician and Gastroenterologist (2) wrote to
the GP to confirm that, given the morning vomiting had reduced so significantly,
the Cyclizine Nico had been taking could be stopped.
8.59. The

six-month review of Nico’s Person-Centred Plan took place in May
and was facilitated by an advocate for the family from an independent specialist
agency. The plan outlined how best to provide care for and communicate with
Nico. The staff and family discussed what was working and what was not
working. Rosi Reed confirmed that she was raising money for Nico to take part
in a voice synthesiser project. During May the Physiotherapist continued to
work with staff to train them to undertake stretches and support Nico on the
standing frame. A review was also undertaken of Nico’s posture in bed. The
SaLT asked staff to record communication with Nico in order to identify what
worked best.
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8.60. In

June the Dietetic Service reviewed Nico’s PEG feeding and he also had
an appointment to review his wheelchair to maximise his posture. In August
Nico visited the dentist and underwent a general anaesthetic for dental
treatment.

8.61. In

September staff at Barrantynes produced guidelines for the care of
Nico’s PEG site. The PEG site had become sore on a number of occasions
over the preceding months and Ian and Rosi had been clear that Nico should
not receive antibiotics as a matter of routine. The guidelines therefore provided
clarity as to how to clean and care for the site.
8.62. A

Health Action Plan was produced in October and the plan included a
request for a report from the SaLT regarding communication. Ian and Rosi took
Nico to the optician for new glasses, which he had used since age 11 for
watching television. The SaLT visited Barrantynes and witnessed a carer using
a syringe to give Nico water and advised that this should not be done and
reminded the Manager at Barrantynes to ensure staff understood the
recommendations about oral feeding and drinking for Nico that she had
provided.
8.63. In

November the SaLT wrote to the Director of Social and Community
Services at Oxfordshire County Council (who was the responsible
commissioner for Nico’s care package) to provide a detailed update for Nico.
On 9 November the GP undertook the annual learning disabilities health
assessment for Nico and confirmed that his name was on the Learning
Disabilities Register. On 21 November Nico underwent tooth extraction and
teeth cleaning under general anaesthetic. It became clear, during this month,
that whilst Nico enjoyed trips out to play Boccia, he did not enjoy his trips to
SPICE interactive sessions. The staff were of the view that this was because it
was too noisy for him.

8.64. In

December the SaLT confirmed that following assessment the service
was not confident that Nico was able to use switches with sufficient consistency
to benefit communication. Further review was planned. On 16 December
Nico’s care was transferred from the North Oxfordshire Occupational Therapy
Team to the South Oxfordshire Team.
8.65. On

23 December Nico was found on the floor after he had fallen out of his
wheelchair at Barrantynes. The incident was treated as an adult safeguarding
issue and reported to social services and the Care Quality Commission, as the
staff within Barrantynes were part of a registered domiciliary agency run by
Ridgeway Partnership NHS Trust. He was checked by a nurse who noted no
apparent injuries and discussed the incident with the GP who advised that a
visit was not necessary. Nico went home for Christmas and his family noted a
large bruise on his hip and above his right eyebrow.
2012
8.66. In January the Physiotherapist assessed the lap belt and buckle on Nico’s
chair (following the fall) and made a request to the wheelchair service that this
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should be replaced. On 25 January Nico had a hydrotherapy session at
Omerod pool but it was not successful because the water was too cold. On 31
January a SaLT review was undertaken and a decision was reached to
recommend closing Nico’s case to the SaLT service; however it was not closed.
8.67. The

Physiotherapist visited Nico in February to review his treatment. It
was noted that the lap buckle had not been changed but was secure. In
addition, he was having difficulty with his ankle foot orthoses (AFO) and they
were causing him discomfort 5. The Physiotherapist referred him to the Orthotics
Department for review, amended the guidelines for use and wearing of the
AFO’s and demonstrated to staff how to put them on to best effect. On 24
February a meeting was held to discuss Nico’s fall and safeguarding referral.
His parents were present along with the management from Ridgeway
Partnership responsible for the Barrantynes Service.

8.68. At

the beginning of March a risk assessment was written for Nico which
related to Choking on Food which highlighted the concurrent risk of aspiration.
A further risk assessment was written which related to the Wheelchair Lap Belt.
On 15 March a one-year review took place of the Person Centred Plan for Nico
in addition to a review of what was working and what was not working. On 30
March the Physiotherapist attended the Orthotics Department and Nico’s
AFO’s were adjusted for a better fit.

8.69. Nico’s Personal Health Action Plan was updated in April. Rosi Reed had
negotiated the use of Penhurst School hydrotherapy facilities for Nico and it
was hoped that the sessions could start in May.
8.70. In

May hydrotherapy guidelines were produced for Nico by the
Physiotherapist. Nico had two hydrotherapy sessions on 4 and 24 May at
Penhurst School and Ian and Rosi agreed to fund a second carer to support
Nico in the pool. On 18 May Nico was visited by the PEG Nurse Specialist and
a new size of mini button was fitted to try and reduce soreness around the site,
as a result of leakage. A new sleep system was demonstrated on 24 May and
trialled successfully at Barrantynes and the Physiotherapist noted that the
representative would provide a quote and charitable funding would be sought 6.
8.71. On 24 May Ian and Rosi met with the Manager from Barrantynes and a
Finance Officer. The meeting was held to discuss the one-to-one hours in
Nico’s budget with a view to funding additional physiotherapy. Ian and Rosi
were of the view that Nico was being charged for one-to-one hours that he did
not receive.
8.72. In

June Rosi Reed contacted the South Occupational Therapy Team to
request a bathing assessment and to highlight that Nico’s shower chair had
belonged to a previous resident. On 8 June Nico had a further hydrotherapy
session but no further sessions were booked in June due to work pressures in
5 Ankle foot Orthoses are braces that are used to support weak limbs
6 A sleep system is a bed/mattress which is designed to ensure the comfort of users at night or during rest by inhibiting
abnormal postural reflexes
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Physiotherapy. A risk assessment was undertaken for use of the hydrotherapy
pool at Penhurst School by the Physiotherapist.
8.73. In July Oxfordshire County Council undertook a review of Nico’s care.
Rosi Reed highlighted that she was worried about Nico’s emotional wellbeing
because, when returning to Barrantynes after a weekend at home, he often
became upset and distressed. This had been happening over the previous six
months. It was agreed that a Psychology assessment was required. On 6 and
13 July Nico had two hydrotherapy sessions at Penhurst School. The South
Occupational Therapy Team visited Nico to undertake a bathing assessment
and commenced the process of redesigning the bathroom layout. At the end of
the month, Nico developed a rash that was suspected to be chicken pox.
However, it was found that whilst the virus was not detected, the GP
recommended that he should be treated as not immune to the disease.
8.74. In August Nico had two further hydrotherapy sessions at Penhurst. On 7
August the Psychologist visited Ian and Rosi at home to discuss the referral to
their service. On 13 August the Psychologist visited Barrantynes staff who
were of the view that Nico was happy at Barrantynes. On 16 August Nico went
on holiday with his family and returned on 20 August.

The Events Pertaining to Nico’s Death
8.75. On the evening of 21 August 2012 Nico went to bed to receive his evening
PEG feed which was started at 20.00 hours. He was not supervised but the
door of his bedroom was left open. The feed was completed by 21.30 hours.
8.76. The carer who was on duty overnight at Barrantynes reported that he
checked each of the four residents broadly every 20 minutes overnight in line
with the guideline in place within Barrantynes. On each occasion he reported
that Nico was breathing and comfortable.
8.77. The

carer reported that he observed Nico at around 05.15 hours and then
became busy attending to the other three service users. When he returned to
Nico at approximately 06.00 hours he found Nico unresponsive in his bed. The
carer ran to wake the nurse who was upstairs and she returned to see Nico and
they telephoned the ambulance at 06.19 hours.

8.78. The

carer undertook chest compressions on Nico whilst the ambulance
control talked him through the procedure. A Community First Responder arrived
and moved Nico onto the floor. Two Ambulances with Paramedic crews arrived
at 06.34 hours and continued resuscitation attempts. Nico was transferred to
the John Radcliffe Hospital and arrived at 07.19 hours. Resuscitation continued
until 07.26 hours and death was verified at 07.30 hours.
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9. The Commissioned Care and Treatment provided to
Nico
9.1. This

Chapter should be read in conjunction with the Narrative Chronology
(Chapter 8). It should be noted that the chapter is laid out so that each set of
findings and conclusions flow into the next section providing context and
background information in a sequential manner.

Diagnosis
Context
9.2. Scope,

the UK disability charity, describes cerebral palsy as “a condition
that affects muscle control and movement. It’s usually caused by an injury to
the brain before, during or after birth… Dyskinetic cerebral palsy is sometimes
referred to as dystonic, athetoid or choreoathetoid cerebral palsy. It’s present in
about 15% of people with cerebral palsy. Dyskinetic cerebral palsy causes
uncontrolled, involuntary, sustained or intermittent muscle contractions as the
muscle tone changes from tight to loose, often accompanied by slow, rhythmic
movements. The whole body can be affected which can make it difficult to
maintain an upright position. Speech can also be affected as the person may
experience difficult in controlling the tongue, vocal chords and breathing…
Some people with cerebral palsy may have associated conditions, while others
may not. These can include:











Learning difficulty
Epilepsy
Hearing impairment
Problems with sleep
Communication difficulties
Feeding difficulties
Drooling
Problems with toileting
Behaviour issues
Periventricular leukomalacia 7.”

9.3. The

NHS Choices website (www.nhs.uk) describes hypotonia as decreased
muscle tone and “is a symptom rather than a condition”.
9.4. Nico

suffered from severe athetoid cerebral palsy with both hypotonia and,
on stimulus, hyperextension of the neck muscle (described by staff as spasms).
This meant he could not stand or mobilise on his own without significant
support and he used a wheelchair. He was non-verbal and required focused
assistance with communication; he was also doubly incontinent. He could eat
and drink small amounts as long as he was fed a pureed diet very slowly and
with care. However, he had a Percutaneous Endoscopic Gastrostomy (PEG)
feeding tube inserted in June 2002, revised to a balloon gastronomy low profile
7 Periventricular Leukomalacia (PVL) is damage and softening of the white matter within the brain near the cerebral
ventricles
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button, through which he received all of his nutrition. He was diagnosed with
foregut dysmotility in 2007 and underwent a bilateral pelvic osteotomy in 2008.

Findings
Diagnosis – Athetoid Cerebral Palsy with Hypotonia
9.5. Nico was born on 13 April 1989 as a normal, full-term vaginal delivery. At
three months old, on 19 July, he was admitted to Willesden Hospital under a
Consultant Paediatrician following referral from his GP. The Consultant noted
that he did not think that Nico “handles normally for a 3 month old infant” and
arranged for further testing. He was recorded as having experienced episodes
of “arching back + eyes rolling back since age 2-3 days, 0-3 episodes/day”. On
examination he was found to have a low shoulder girdle tone, mild head lag and
poor head control when sitting. He underwent an ultrasound of his head and an
electroencephalogram which were both normal, as were his blood tests. He
was discharged on 20 July 1989 to be seen in outpatients.
9.6. Nico

was seen in the Paediatric outpatient clinic by both the hospital and the
community Consultant Paediatricians in August 1989. The community
Consultant Paediatrician noted “Overall he handles as a very floppy baby and
there is a definite decrease in tone generally”.
9.7. In

the period between September 1989 and January 1990, Nico was not
making the progress expected for his age. He was described by the community
Consultant Paediatrician to the GP as “a very passive little boy… Although he
will handle a few toys as they are put right in front of him, he doesn’t really
reach out, grasp or show appropriate interest in handling toys yet… This is
really quite worrying as it is characteristic of a child whose development is likely
to be very slow indeed”.
9.8. In April 1990, in a letter from the community Consultant Paediatrician to the
GP, she described an outpatient appointment with Ian, Rosi and Nico. She
noted that they had now come to terms with the extent and severity of Nico’s
disabilities. Rosi Reed had joined the Cerebral Palsy Parent’s Support Group
and she was interested in conductive education for Nico. It was recorded that
“he had a lot more tone in his legs than the rest of him”.
9.9. In

December 1990 the community Consultant Paediatrician wrote to the GP.
She noted that Nico was showing all the signs of a very severe cerebral palsy
and was still “quite markedly” hypotonic “today … [the Hospital Consultant
Paediatrician] looked at him together with myself. We do not feel that we are
missing any underlying diagnosis at the moment as the picture is really quite
clearly one of severe CP now”.
The community Consultant Paediatrician wrote again to the GP in March
1991 following a meeting with Ian, Rosi and Nico. She wrote “As regards to
whether or not he is going to be or is now mentally handicapped, I have told
them fairly definitely that he has got severe learning difficulties but of course
with his grave motor disability, we are unable to see some of the signs which
would confirm or deny this pattern of mental development. He can’t grip hold of
toys physically, so we don’t know if he could or could not play constructively
with them”.
9.10.
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9.11. In

October 1991, in a letter from the community Consultant Paediatrician to
the GP, she stated that Ian and Rosi had taken Nico to see a specialist doctor.
This doctor had written to express the view that Nico was suffering from a “very
severe developmental delay and cerebral palsy”. The Consultant Paediatrician
also outlined that Nico was attending the Hornsey Centre twice a week where
he received both physiotherapy and speech therapy as part of group activity
(the Peto method).
9.12. In November 1991 Nico was admitted to hospital for a CT scan of his head.
The result was normal. In February 1992 the community Consultant
Paediatrician referred Nico to a St Marys Hospital Consultant Ophthalmologist
due to both “right internal strabismus (crossed eyes) and nystagmus”.
9.13. The

community Consultant Paediatrician referred Nico to a Consultant
Neurologist at Great Ormond Street in May 1992 to ensure she was not missing
an underlying diagnosis. All tests, including a CT and electroencephalogram
plus blood tests, had been normal. In October 1992 a discharge summary
completed by The Hospitals for Sick Children, Queen Elizabeth Hospital for
Children noted that Nico had a diagnosis of “Athetoid Cerebral Palsy and
Developmental Delay”.
9.14. In

March 1993 the community Consultant Paediatrician provided medical
advice to the Education Department and the Social Services Department in
Brent for the Statement of Special Education needs. The advice to the
Education Department stated that Nico had a very severe form of Athetoid
Cerebral Palsy and no cause could be found. Advice to Social Services was “…
[Nico] has been registered on the Childrens’ Disability Register and he and his
family should receive all benefits and help that are available for children with
disabilities and special needs”.

Findings
Diagnosis – Learning Disability
9.15. There would appear to have been some disagreement between Nico’s
family and the professional teams as to the extent of Nico’s cognitive
impairment as a result of his disabilities. Ian and Rosi were of the view that
whilst Nico had some developmental delay, he did not suffer from a severe
learning disability and was able to participate in decisions about his care and
his life. The professional teams however, throughout the clinical documentation,
described Nico as initially having developmental delay and as he progressed to
become an adult, recorded him as suffering from either severe, or profound and
multiple learning disability. It is a point for learning that it is important for health
and social care teams to periodically meet with families to review their
understanding in relation to an individual’s diagnosis and condition. In this way,
everyone can be clear about expectations and misunderstandings can be
explored and avoided. In addition, repeated explanations to families of
terminology used helps to clarify understanding.
9.16. The

Foundation for People with Learning Disabilities quotes the
Department of Health definition of a learning disability as “a significantly
reduced ability to understand new or complex information, to learn new skills
(impaired intelligence) with a reduced ability to cope independently (impaired
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social functioning), which started before adulthood, with a lasting effect on
development”. They go on to state that “Sometimes, the term Global
Developmental Delay (GDD) is used to describe learning disability. GDD
describes a condition that occurs between birth and the age of 18 which
prevents a child from reaching key milestones of development like learning to
communicate, processing information, remembering things and organising their
thoughts”.
9.17. Mencap, in their document What is Learning Disability? outline that there
are several types of learning disability which can be mild, moderate or severe.
“People with severe learning disability or profound and multiple learning
disability (PMLD), will need more care and support with areas such as mobility,
personal care and communication”.
9.18. Section 17(11) of the Children Act 1989 states “A child is disabled if he is
blind, deaf or dumb or suffers from a mental disorder of any kind or is
substantially and permanently handicapped by illness, injury or congenital
deformity or such other disability as may be prescribed”. Section 1(1) of the
Disability Discrimination Act 1995 describes “A person has a disability for the
purposes of this Act if he has a physical or mental impairment which has a
substantial and long-term adverse effect on his ability to carry out normal dayto-day activities”.
9.19. Nico had a Statement of Special Educational Needs from 1995 up to the
age of 18. Section 312 of the Education Act 1996 outlines the definition of
Special Educational Needs as “Children have special educational needs if they
have a learning difficulty which calls for special educational provision to be
made for them. Children have a learning difficulty if they:

(a) Have a significantly greater difficulty in learning than the majority of children
of the same age; or
(b) Have a disability which prevents or hinders them from making use of
educational facilities of a kind generally provided for children of the same
age in schools within the area of the local education authority;
(c) Are under compulsory school age and fall within the definition at (a) or (b)
above or would so do if special educational provision was not made for
them”.
9.20. Nico

was placed on the Learning Disability Register and attended Penhurst
School which was ‘an independent school approved under Section 188 of the
Education Act 1983 … as suitable for pupils with profound and multiple learning
difficulties”.
9.21. In evidence given to the Investigation one of the witnesses (who worked
with Nico as a young adult) described that she felt he was more aware than
many of the other residents at the school. An example she gave was his ability
to laugh appropriately when something funny happened such as someone
tripping or falling over. She also described how important it was to talk him
through his day in order to keep him focused in the present, for example, telling
him that she was going to remove his socks before doing it.
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9.22. Nico

remained at Penhurst School until 2010 when he reached the age of
21 years. As an adult his care was overseen by the North Oxfordshire Learning
Disabilities Team which contained both health and social care staff. Members
of this team, in documentation, consistently described him as having “Athetoid
Cerebral Palsy” and “profound and multiple learning disability”.
9.23. Nico’s Essential Lifestyle Plan (his person-centred plan) was created by his
parents and staff at both Penhurst School and Barrantynes. This document,
around which his care was centred, described the important things for people to
know about Nico and stated “I have complex needs arising from Cerebral Palsy
and Learning Disability”. In addition, in November 2010 when Rosi Reed wrote
to social services about the possibility of gaining a place at Barrantynes for Nico
she said “he would be a perfect fit with the others – all young people with
similar types of pmld, living together in the kind of quiet and homely
environment we want for him”.

Conclusion
9.24. There is no doubt that Nico suffered from athetoid cerebral palsy. He had a
mixture of low muscle tone – hypotonia – in addition to high muscle tone which
could be seen through his severe neck spasms.
9.25. At

the Coroner’s Inquest, the Physiotherapist stated her view “My
understanding was that he had athetoid cerebral palsy; pure athetoid cerebral
palsy is rare, he had actually a slight mixed form of cerebral palsy”. She went
on to describe that he had “spastic extension of his neck and shoulders and
rotation of his head” in addition to low tone elsewhere in his body.
9.26. Whilst

the treating team never formally gave Nico this diagnosis, it could
better explain the mixed picture of high and low muscle tone with spasms that
he experienced.
9.27. The Independent Investigation Team could see from the records that Nico
had the involvement of an Educational Psychologist whilst his Statement of
Special Educational Needs was in place. A psychologist would assess
academic and intellectual ability as part of the educational statementing
process, to ensure that appropriate education was provided.
9.28. The

Commissioner of the Independent Investigation requested the
psychology records for Nico, both for his time in education and post-transition.
Only two reports were forthcoming, both from pre-school pertaining to the time
when he was 7 years old. In these reports, the Psychologist had not yet begun
the process of formal cognitive testing, however it was noted in 1996 that “…
[Nico] is a student with considerable physical disability and significant difficulties
in learning”.
9.29. The

Independent Investigation Team has therefore concluded (based on
the evidence available) that Nico did suffer from a significant degree of
developmental delay/Learning Disability; multiple clinicians made this diagnosis
throughout Nico’s life. It would therefore be reasonable to conclude that these
clinical impressions formed a key part of Nico’s working diagnoses which were
at the centre of his Statement of Special Educational Needs throughout the
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years. What cannot be determined with accuracy is the degree to which Nico’s
cognitive abilities were affected.
9.30. The lack of formal psychological assessment documentation available to
the Independent Investigation Team made it difficult to understand whether
Nico’s long-term care and treatment plans were always appropriate and
proportionate to his condition – this is of particular note when considering his
mental capacity and best interests. These issues are examined below in sub
section ‘Advocacy, Mental Capacity and Best Interests’.
9.31. A

key issue in relation to diagnosis is the seeming disconnect between the
views held by the NHS, Education, and Social Services in relation to Nico, and
that of his parents. Whilst there is ample evidence to suggest that key
documentation was always shared with Nico’s parents (which included this
diagnosis) and that formal discussions were held with them throughout the
years – the fact remains that they still do not share the understanding of Nico’s
condition with the agencies that were involved in both the provision and
commissioning of services.


Contributory Factor 1. The Independent Investigation Team concludes
from the records seen, that Nico had a diagnosis of Athetoid Cerebral
Palsy in conjunction with a significant Learning Disability. It would
appear that the nature and degree of Nico’s learning disability was
never established in a manner that provided detailed guidance for his
ongoing care and quality of life needs once he transitioned into adult
services. It would also appear that Nico’s parents did not share the
understanding of Nico’s condition held by the agencies that were
involved with him over the years.

Medication, Treatment and Therapy
Context
9.32. In

relation to medication and treatment, Nico suffered from a number of key
medical issues during his life which included:
1. Congenital dislocation (developmental dysplasia) of both hips.
2. Gastric reflux, vomiting and aspiration.
3. Significant involuntary muscle spasms and hyperextension of the neck.

9.33. In addition, Nico suffered from hay fever and had a skin lesion on the back
of his head. In relation to the skin lesion, the GP wrote to Ian and Rosi in
August 2009 to say that he had considered the lump on the back of Nico’s scalp
and it was a condition called “naevus sebaceous” and was benign. The GP
advice, based on a discussion with the dermatology consultant, was to “leave it
alone”.
9.34. Developmental

dysplasia of the hip is an abnormality in the hip joint,
usually present from birth. It is caused by an abnormality either in the shape of
the head of the femur (the rounded top of the thigh bone) or the shape of the
acetabulum (rounded cup-like structure into which the head of the femur sits).
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If a baby has cerebral palsy, then there is an increased risk of developmental
dysplasia (www.patient.info).
9.35. Cerebral

Palsy is considered a neurological disorder affecting the central
nervous system. In 1998, Aberto and Milla published a paper in the Journal of
Paediatric Gastroenterology and Nutrition entitled Vomiting and
Gastroesophageal Motor Activity in Children with Disorders of the Central
Nervous System. The paper described that vomiting is common in children with
disorders of the central nervous system (CNS) and is usually ascribed to
gastroesophageal reflux. However, the conclusion of the paper was that many
children with central nervous system disorders who vomit have abnormal
gastric motility and that following fundoplication many patients continue to have
symptoms possibly related to gastric dysrhythmias (abnormality in the normal
rhythm) caused by abnormal modulation of the nervous system 8.
9.36. In

addition, the Dystonia Society (www.dystonia.org.uk) state that many
people with cerebral palsy experience a lot of pain associated with
gastrointestinal problems including gastric reflux and reduced gut motility,
causing constipation.
9.37. Hyperextension

of the neck and trunk in infancy is often regarded as an
early sign of a developing neurological impairment, which may lead to a
diagnosis of cerebral palsy. The Dystonia Society outline that the symptoms of
cerebral palsy are different in each person affected “Dystonic cerebral palsy
often appears in combination with other symptoms of cerebral palsy – usually
the dystonic movements appear in combination with high and/or low muscle
tone”.
9.38. In

relation to therapy, the conditions from which Nico suffered required
skilled intervention from both therapists and care staff in order for Nico to
experience comfort, wellbeing and quality of life. These interventions included
support with all activities of daily living: eating and drinking; communication;
providing opportunities for social interaction; and finding the things he loved to
do and supporting him to do them.

9.39. Of

key importance was communication for Nico in terms of being able to
express his wishes on a day-today basis, and, about the life he wanted to live
generally. He was described by a number of people as a young man who loved
to communicate.

9.40. In

a Mencap document Communication and People with the Most Complex
Needs: What Works and What is Essential (July 2010) the point is made that
communication is a crucial human right because of its role in:
1. Our basic need for interaction with other people.
2. Supporting an individual’s input into decisions that affect their lives.
3. Promoting greater independence in everyday life.
8 A Nissen’s fundoplication is an operation used to treat gastro-oesophageal reflux. It uses the top of the stomach to
strengthen the sphincter so it is less likely to allow feed, drink or acid to travel back into the food pipe.
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4. Allowing people to express their feelings.
5. Supporting peoples’ participation in their community.
9.41. In

terms of what works, the document goes on to describe a number of
different approaches, for example intensive interaction or the use of a symbols
or switches; the key thing being that communication with the person with
complex needs must be individually tailored to their ability and understanding.
9.42. One

of the priorities identified by Ridgeway Partnership for 2012/2013 was
to increase awareness of dysphagia (Quality Accounts 2011/2012). The aim
was “To ensure that practice is based on the best available evidence. To
ensure that staff are provided with the appropriate knowledge to support service
users with this complex health need”. This was to be achieved through:







a review of dysphagia guidelines;
development of information sheets by the SaLT;
guidance on planning menus;
an increase in the number of staff attending dysphagia training; and
audit of service improvements.

Findings
Medication
9.43. The use of medication in managing cerebral palsy is designed to help to
manage the symptoms. The core medications that Nico was prescribed
regularly throughout his life are as follows:













Glycopyrronium Bromide: to reduce excess saliva;
Baclofen: a muscle relaxer and anti-spastic agent;
Loratadine: an antihistamine which treats the symptoms of hay fever;
Nutrison Soya Liquid Feed: liquid food for enteral tube feeding;
Ensure TwoCal liquid: a high-protein nutritional supplement;
Cavilon durable barrier cream: a barrier cream to protect the skin;
Chlorhexidine 1% dental gel sugar free: used as a toothpaste;
Hydrocortisone 1% cream: a mild topical corticosteroid;
Clotrimazole 1% cream: an antifungal;
Movicol oral powder: to prevent constipation;
White soft paraffin 50%/liquid paraffin 50%: Vaseline;
Paracetamol and Ibuprofen: remedies for pain relief.

9.44. Nico

was recorded as having a sensitivity to hyoscine patches and Rosi
Reed had highlighted a concern about a possible latex sensitivity.
9.45. Nico

began taking Glycopyrronium Bromide 0.5mg twice a day in 2002 to
reduce an excess of saliva and this was particularly important due to the risk of
aspiration. The dose was increased and stabilised at 2mg twice a day in 2003,
and although he was briefly weaned off it in the same year to see if it made a
difference to his poor feeding, the prescription was restarted and continued to
the end of his life.
9.46. Nico

was commenced on Baclofen 10mg at night in 2005 to manage the
muscle spasms he was experiencing, which were becoming worse. The drug
was partly successful and by 2010, he was taking this four times a day. When
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at Barrantynes Nico began to develop hay fever and he was therefore
prescribed Loratadine 5mg in 5mls in two doses per day. Loratadine is a nondrowsy antihistamine.
9.47. During

his lifetime a number of other drugs were prescribed to try and
address the symptoms of gastric reflux. In 2006 Omeprazole 20mg once a day
was prescribed by the Consultant Paediatric Gastroenterologist as this drug
reduced the amount of acid in Nico’s stomach with the intention to prevent
ulceration. This was found not to be working so later in the year it was changed
to Lansoprazole 30mg once a day; however this was also found not to work.
9.48. In

addition in 2006 the GP prescribed Domperidone 30mg in suppository
form as an antiemetic medication to try and stop Nico’s sickness. This drug
was later trialled as an ongoing medication but was not found to be helpful.
9.49. Ian

and Rosi expressed some anxiety to the Independent Investigation
Team about the amount of medication that Nico was taking at various points in
his life. They were concerned because he was delayed in coming into puberty
and the family were worried that the drugs and their side effects might
exacerbate the situation.

9.50. On

arrival at Barrantynes in December 2010, Nico became unwell. He was
visited by the GP who prescribed Amoxicillin 250mg. Rosi Reed spoke to the
GP to explain that she would prefer Nico not to have antibiotics unless
“absolutely necessary”.

In May 2011, the GP reviewed Nico’s PEG site and took a swab and
started antibiotics. Ian Reed expressed the view to the GP that antibiotics were
not necessary and that boiled water and Cavilon Cream three times a day was
the best way to manage the PEG site. Following on from this situation, Rosi
Reed wrote to the GP again expressing her concern about the prescription of
antibiotics and the effects this might be having on Nico’s immune system. She
also expressed her frustration that staff at Barrantynes had stated to her that
they would give antibiotics if prescribed.
9.51.

9.52 In

January 2012 it was noted in the record that the GP had visited Nico to
review the skin around his PEG. The GP gained a second opinion from a
colleague and recorded “as parents not keen on antibiotics, shown and
discussed with … [another GP] for second opinion as I feel he needs antibiotics
and if top [topical creams] do not work, will need oral antibiotics”. The GP
prescribed Fusidic Acid 2%, a topical cream used for infections and classed as
an antibiotic.
9.53. The

GP visited Nico in July 2012 as his PEG site was once again, very
sore. She prescribed a plain steroid cream in recognition of his parent’s
request and ensured staff knew to call the GP again, if it got worse.
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Conclusions
Medications
9.54. Nico’s core medication regime was relatively stable throughout his life and
met his needs in relation to the symptoms he experienced as a result of
cerebral palsy.
9.55. At

the point when he began to suffer with gastric reflux, a number of
different antacids were trialled but were found to have no effect, so were
stopped. Antiemetic medication was also stopped when shown not to be helpful
or, in the case of a reduction in the symptom of morning vomiting, no longer
necessary.
9.56. Ian

and Rosi were concerned about the use of antibiotics for their son and
discussed this with the GP. Ian Reed had however stated that where the GP
believed the use of these drugs was absolutely essential then this would be
accepted. All of the doctors from the GP Practice were sensitive to Ian and
Rosi’s wishes and it can be seen that they tried to avoid prescription of
antibiotics where possible.
9.57. It

was evident that Nico’s prescribed medication was appropriate to the
conditions that he suffered from. It was also evident that the wishes of his
parents were listened to and, in the main, acted upon. In relation to the use of
antibiotics the Independent Investigation Team concludes that at times, the
view of the treating professionals did not match that of Nico’s parents. In these
circumstances given Nico was an adult, it would have been good practice for
this situation to have been managed using advocacy or under the ‘Mental
Capacity and Best Interests’ framework, as it was clear that the GP and the
staff at Barrantynes were uncertain how to proceed on occasions. This kind of
uncertainty should always be dealt with through formal use of the appropriate
decision making frameworks.

Findings
Treatment - Congenital Deformity of the Hip
9.58. Nico suffered from congenital deformity (hip dysplasia) in both hips and he
was under the care of a Consultant Orthopaedic Surgeon at the Nuffield
Hospital whilst at Penhurst and Barrantynes. The Independent Investigation
Team did not have access to all Nico’s orthopaedic records but were made
aware that he was monitored on a regular basis via outpatient appointments.
9.59. In 2004 the GP noted in the record that Nico had a moderate degree of
subluxation in his hips 9. On 4 July 2008, following a period where Nico was
observed to be in pain, he was found to have a dislocated left hip when seen in
outpatients by the Consultant Orthopaedic Surgeon. The family was told that he
needed surgery, planned for October, and would require daily specialist
physiotherapy up to that point.
9.60. On

9 October 2008 Nico underwent a bilateral Pelvic Osteotomy. This
operation was performed to realign and rebuild the hip sockets on both sides

9 Subluxation is a partial dislocation
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and the surgery was successful. Nico continued to have daily physiotherapy for
some weeks post surgery.
9.61. On

27 March 2009 Nico’s GP wrote to the Consultant Orthopaedic
Surgeon and described some difficulties that Nico was experiencing following
his bi-lateral osteotomy. The letter highlighted that Nico had recently become
very reluctant to have his legs moved and the GP asked for his orthopaedic
review to be brought forward. The letter also stated that the Physiotherapist had
noted that it was increasingly difficult to move Nico’s hips into a neutral position
“both of them tending to move into an internal rotation”.
9.62. A

response was sent to the GP from the Specialist Registrar to the
Consultant Orthopaedic Surgeon who had seen Nico in the outpatients
department. The doctor noted that Nico was making good progress “He is now
still attempting to stand using spasms to help active transfers. It seems that,
however, it is only with certain people that he has trust and confidence in
understandably”. Nico received a further outpatient appointment for one year’s
time.
9.63. On

31 March 2011 a letter was received by the GP from the Consultant
Orthopaedic Surgeon which described an outpatient visit. It stated that he had
seen Nico and his Mother who had reported that his posture had changed and
that he had not been undergoing regular physiotherapy. On examination his
spine appeared flexible and there was no evidence of structural scoliosis. His
left hip moved freely without discomfort although abduction was limited and his
right hip was more symmetrical. His pelvic X-ray showed full containment of
both hips and no adverse features “I believe his change in posture may be
related to the lack of physiotherapy input at the required level. However, it may
be worth approaching this from the neurological point of view to see if there are
any underlying changes… I will wait until I receive … [Nico’s] physiotherapy
report before I comment further on his needs for physiotherapy”. The
Independent Investigation Team did not receive a copy of the physiotherapy
report referred to by the Orthopaedic Consultant and was therefore unable to
comment further on this.

Conclusion
Treatment - Congenital Deformity of the Hip
9.64. The surgery for hip dysplasia appeared to be successful and allowed Nico
to use his standing frame at Barrantynes without pain or discomfort. It seems
that this surgical response was entirely appropriate and is the common
approach to unstable hip joints in young adults. In addition, Ian and Rosi
expressed the view to the Independent Investigation Team that they found the
Consultant Orthopaedic Surgeon to be “excellent” in both his manner and the
treatment he provided. Issues in relation to Physiotherapy input are examined
below in the appropriate Chapter sub-section.

Findings
Treatment - Gastric Reflux, Vomiting and Aspiration
9.65. During his life, Nico was under the care of a Consultant Paediatric
Gastroenterologist and two adult Consultant Gastroenterologists (1 & 2) at the
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John Radcliffe Hospital and the risk of vomiting and aspiration were known to
all his carers.
9.66. The

issue of morning vomiting began to be highlighted in 1998; two years
after the PEG had been fitted. At a Penhurst School annual review meeting Ian
and Rosi are recorded as reporting that they were concerned about Nico
experiencing episodes of vomiting when he returned home to them for the
weekend. It was noted by the School Nurse that his weight gain had been
slight, he appeared “lethargic, anxious and sometimes generally unhappy … He
eats fairly well but has occasional ‘off’ days”. His weight was recorded as
15.2kg.

9.67. The following year at the annual review meeting, Nico’s weight was again
recorded as 15.2kg and there was a concern, in the health report, that he was
experiencing episodes of vomiting and “occasional distended abdomen”. In
June 2000, Nico’s weight had increased very slightly to 16kg and he was
referred to a dietician. Vomiting was not mentioned in his Health Care Report.
9.68. On

13 February 2001, Nico was referred to a Consultant Paediatric
Gastroenterologist at the John Radcliffe Hospital. He attended with staff from
Penhurst School. The Consultant noted Nico’s weight as 17.1kg and recorded
that his feeding problems were such that his meals were taking three hours a
day to complete. He could cope with lumps in his food but choked on liquids
and had poor lip closure around the feeding utensil. The Paediatric
Gastroenterologist noted that Nico had no vomiting but was very thin and his
peripheries (hands and feet) were “cold and mottled”. His impression was that
Nico was suffering from significant undernutrition and he ordered a number of
tests.
9.69. Nico

was seen by a Paediatric Gastroenterology Nurse on 13 March 2001
who visited Penhurst School to meet with him and his parents. The discussion
centred on his undernutrition and the need to undergo some tests (a pH study
and gastrostomy tube). There was a difference of opinion recorded between the
Penhurst School staff and Ian and Rosi “They feel he eats very well at home
and there are no concerns regarding him apart from he is thin”. It was recorded
that there would be dietetic (specialist) input regarding feeding and
supplementation and monthly weight checks. A decision was made to postpone
proposed lower oesophageal pH monitoring until the next outpatients in June
2001.
9.70. Nico,

his parents and his keyworker attended the Paediatric
Gastroenterology outpatients in April 2001. A review of Nico’s food charts
evidenced that he was refusing food some days and taking three meals on
others. Maxijul was being used as a supplement alongside Scandishake.
Penhurst School agreed to weigh Nico monthly.
9.71. In

June 2001, Nico again visited the Consultant Paediatric
Gastroenterologist in the outpatient clinic. His weight was recorded as 17.7kg
and it was noted that his parents were very concerned. He was admitted on 4
July to hospital for a gastric pH study and discharged on 6 July 2001. On 24
September Nico was seen again in outpatients. The result of the video
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fluoroscopy was “some mild failure of airway protection”. Thickened fluids were
advised. The results of the pH study were normal. Nico’s weight was noted to
be 16.3kg, which was a reduction. A discussion took place between the
Consultant and Ian and Rosi about gastrostomy feeding and they requested a
second opinion before making a decision. It was noted that follow-up would be
left “open ended. Parents will call us if they decide to go ahead (with)
gastrostomy feeds or if they need further help/advice”.
9.72. On 11 February 2002, Nico was seen in the Paediatric Gastroenterology
outpatient clinic and it was noted that his weight remained 16.3kg. Ian and Rosi
agreed to the gastrostomy intervention and a PEG was fitted in June. It was
noted that Ian and Rosi would like Nico to receive an overnight feed only, as
they still planned to give him three pureed meals a day. The PEG was
converted to a balloon gastrostomy low profile button in March 2003 to improve
enteral feeding.
9.73. In

October 2003, Nico’s weight was recorded as 20.4kg and on visiting the
Consultant Paediatric Gastroenterologist the following May 2004, he weighed
21.5kg and it was recorded that Nico “seems stronger, warmer & less lethargic
which parents attribute to improved nutritional state”. In January 2005 he
weighed 22.9Kg at his outpatient appointment and he was discharged from the
care of the Consultant Paediatric Gastroenterologist.
9.74. A letter from the GP to the Paediatric Dietician in November 2005, noted
that his growth had fallen below the 0.4th centile and that he was resistant to
taking any solid food. The amount of gastrostomy feed was adjusted upwards
overnight in order to ensure that he received the right amount of nutrition. Ian
and Rosi had requested a further appointment with the Consultant Paediatric
Gastroenterologist. The GP decided to try and wean Nico off his
Glycopyrronium (given to reduce saliva) to see whether this helped, but it did
not.
9.75. In

January 2006, the GP recorded that Nico was vomiting in the morning.
He stopped the feeds and started him on Domperidone suppositories. Nico saw
the Consultant Paediatric Gastroenterologist at John Radcliffe Hospital in
March 2006 because of the refusal of oral feeds and possible development of
secondary gastro-oesophageal reflux. He prescribed Omeprazole 20mg per
day and also stated that “to address his apparent oral feed refusal, I think it is
imperative that at least 15 minutes is spent at each meal time offering him a
variety of tastes and textures prior to him receiving his nutrition by the
gastrostomy tube”.

9.76. On

31 March the GP noted that Nico was vomiting in the mornings and that
this was persistent. He changed the type of enteral feedback to one which he
had taken previously.

9.77. In

October 2006 the Specialist Registrar to the Consultant Paediatric
Gastroenterologist wrote to the GP. He outlined a review of Nico in outpatients
and noted that “his barium meal veso swallow pre gastrostomy showed mild
failure to protect airway and pH study was normal”. He highlighted that Ian and
Rosi had expressed concern about aspiration. The doctor noted that Nico had a
persistent cough but no episodes of severe chest infections.
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9.78. In

November and December 2006, Nico underwent further tests. He was
admitted for a further pH study and a barium swallow which was reported to be
normal. The GP recorded that he was continuing to vomit in the early morning
and he had prescribed Domperidone suspension to see if it helped.

9.79. In June 2007, the GP noted that Nico was losing weight again and the
Dietician had no further recommendations. Nico was continuing to vomit in the
morning and a referral to an adult Gastroenterologist was proposed. The letter
described Nico’s difficulties in feeding and failure to gain weight. In relation to
vomiting, the GP said “Vomiting has been an occasional problem but really has
been persistent for the last two years. Vomiting is only in the morning and he
vomits a large amount of phlegm and bile with very little of his feed mixed in...
In addition he has had Speech and Language assessment which suggests that
he is at risk of aspiration particularly high with larger foods”. The letter was
received and accepted by a Consultant Surgeon at John Radcliffe Hospital.
9.80. The Consultant Surgeon saw Nico in the outpatient clinic in September
2007 and noted his symptoms. He wrote to the Consultant Paediatric
Gastroenterologist who had previously treated Nico and asked for an opinion.
He explained that there had been no evidence of reflux prior to the PEG being
put into place and therefore fundoplication had not been carried out.
9.81. The

Consultant in Paediatric Gastroenterology wrote back to the
Consultant Surgeon and outlined tests and treatment to date “We proceeded to
put in a gastrostomy percutaneously in 2002, at which time the oesophagus
looked normal. A year later when the PEG was changed to a button the
histology of the oesophageal biopsy showed only non-specific mild chronic
inflammation. He remained well really until 2006 when he was vomiting in the
mornings after overnight gastrostomy feeds and refusing oral feeds and at that
stage he was given Lansoprazole … I understand that the history now is very
forceful vomiting and the question is whether or not to proceed to a
laparoscopic fundoplication”. He went on to explain that individuals with
cerebral palsy can get a substantial degree of foregut dysmotility and
expressed the view that it was unlikely that there was any mechanical problem.
He also highlighted that young people with foregut dysmotility do very badly
with fundoplication and the “forceful vomiting is often in my experience replaced
by forceful retching, which is equally if not more distressing … The other
avenue of management that I have tried in the past is to change from bolus
feeding to continuous feeding. It may be necessary to reduce the amount of
overnight gastrostomy feeds he is receiving”.

9.82 In

November 2007, Nico underwent a Barium Meal at John Radcliffe
Hospitals NHS Trust. The results reported “atonic stomach, but gastric
emptying was actually within normal limits”. The Consultant Surgeon wrote to
the GP in January 2008 and noted that Nico’s vomiting symptoms appeared to
be improved. He explained that he had discussed the case with the Consultant
Paediatric Gastroenterologist and that “We both feel that the foregut dysmotility
is the likely cause of all these symptoms and that in the absence of any obvious
pathological reflux, that laparoscopic anti-reflux surgery might actually make his
symptoms much worse ... I think we can all be reasonably clear that his
symptoms are due to dysmotility associated with his cerebral palsy”.
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9.83. In

April 2008, Nico was seen in adult services by Consultant
Gastroenterologist (1) at John Radcliffe Hospital, alongside the PEG Specialist
Nurse. The Consultant wrote to the GP and confirmed that Nico’s blood results
indicated that he had reasonable nutrition and his body weight had been stable.
However, he also noted that he had not yet been through puberty and queried
whether this was constitutional delayed puberty, influenced by his cerebral
palsy. The Consultant also queried whether Nico had a degree of chronic chest
infection because he had a cough which sounded productive. The PEG
specialist nurse wrote to the GP to say that vomiting in the morning had been
an issue, but now seemed to have reduced and she recommended continuous,
rather than bolus, feeds. In June, when Nico was seen again in the
Gastroenterology outpatient clinic, it was noted that episodes of vomiting and
regurgitation remained an issue for him. The Consultant Gastroenterologist (1)
proposed an omission of the morning PEG feed at weekends in order to
increase Nico’s appetite for lunch with his family. Nico’s weight was recorded as
27.3kg.
9.84. On

10 June 2008, the Specialist SaLT from Penhurst School wrote to a
different Consultant Physician and Gastroenterologist (2) at John Radcliffe
Hospital. The letter stated “I have been concerned about … [Nico’s] tendency to
aspirate for some time. He is able to eat a few spoonfuls of food orally, but
rarely drinks, and any drinks are restricted to a few sips by his own choice. He
occasionally aspirates when eating and drinking, despite a careful mealtime
programme, and indeed may aspirate on his saliva when sitting at rest. It has
long been the case that … [Nico] is oro-aversive. His consequent high state of
anxiety affects many daily functions, especially eating, drinking and teeth
cleaning despite many years of staff working in a highly skilled way to desensitise … [Nico] and keep him calm. Last week I observed … [Nico] in his
residential house. He had had his teeth cleaned and had started vomiting
because of his high anxiety levels and extreme distress. His body, including his
head and neck, were in extension, and he was aspirating his vomit freely. Little
could be done to alleviate the situation quickly.”
9.85. On

9 September 2008, Nico saw the Consultant Gastroenterologist (1) and
his weight was recorded as 31.4kg, which was an increase. It was noted that
Nico continued to regurgitate and Gaviscon and Omeprazole were prescribed,
particularly during the lead up to the operation on his hips.

9.86. In

April 2009, a behaviour management document was produced by an
Assistant Clinical Psychologist, supervised by a Consultant Clinical
Psychologist. The aim was to analyse Nico’s morning vomiting and they
reported that “sickness ‘behaviour’ frequently occurs when he appears anxious.
Some staff feel that on occasions it may be associated with feeling anxious
when not receiving direct attention and wanting to initiate 1:1 social contact”.
Analysis showed that 30% of the 78 vomiting events between 29 December
2008 and 3 March 2009 were when Nico was “asleep and vomited on waking”.
9.87. Nico saw the Consultant Gastroenterologist (1) in the outpatient
department in May 2009 and it was noted that his weight was 34.7kg and he
continued to vomit in the mornings. It was proposed to give him a high dose of
Domperidone in the evenings. Nico had a further outpatient appointment with
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Consultant Gastroenterologist (1) in January 2010, and in a letter to the GP he
wrote “The problem is still early morning retching. Because feed has been
stopped prior to this, he does not bring up any food but does bring up bile and
phlegm. His mother has noticed, and … [the Penhurst carer] confirms, that
there is a bit of nocturnal teeth grinding and air swallowing, and I wonder
whether what is happening is that his stomach fills with air and then
regurgitates in the early hours of the morning. It might be helpful therefore to try
overnight free drainage through the gastrostomy tube to see if this relieves the
problem. In the meantime, I think he should continue with Cyclizine for
whatever benefits it does provide, and if the venting manoeuvre is really
beneficial, then the Cyclizine can be stopped. Other things we talked about is
whether or not a PEG-J extension tube for feeding lower down in the intestine
will be helpful. I am sceptical that this really will solve the problem, but it is
something to keep in mind”.
9.88. In July 2010, Nico saw the Consultant Gastroenterologist (1) in the
outpatient clinic and he was noted to be very well. In a letter to the GP, the
Consultant said “There have been no chest infections. He has gained a bit of
weight… in clinic was 41.3kg, having previously been 36.5. Vomiting has been
less of a problem and venting overnight has been successful with a fair amount
of wind escaping and then 50 to 150ml of fluid as well. The PEG site today
looked clean … Given how stable he has been, I think we should continue with
the TwoCal regimen of feeding and also the regular Cyclizine which can then
be stopped if he remains well over the next six months”.
9.89. In September 2010, in a Health and Medical Needs Report by the Nurse at
Penhurst, it was noted that “reflux and vomiting especially in the morning has
been extensively investigated by the gastro enterology team with the conclusion
that all is normal … At midnight attach gastrostomy extension tube to drainage
bag and leave open until morning feed. Check bag regularly (2 hourly) and if full
of air then release air from bag”.
9.90. In

October 2010, the Principal at Penhurst School sent a Final Transitional
Report to Oxfordshire Social Services. In this report it stated “… [Nico’s] health
has been excellent for the past year. The morning sickness only occurs very
occasionally. We manage the problem with venting his gastrostomy tube during
the night time”.

9.91 On

12 January 2011, a review meeting took place between social services,
Barrantynes supported living staff and the family. It was highlighted that Rosi
Reed was concerned about Nico’s morning vomiting and so ‘vomit diaries’ were
commenced. These evidenced that the frequency of his morning vomiting was
decreasing, and he was seen to have vomited in the morning ten times
between 13 January and 15 March 2011.

9.92. Rosi Reed spoke to the GP in early March 2011 in order to introduce
herself and to explain about Nico’s vomiting. She stated that Nico had vomited
for the last six years and it was worse when he was stressed, for example,
when things began to feel out of his control. She highlighted that he had
aspirated in the past and had undergone a significant number of tests.
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9.93. On

22 March 2011, the Consultant Physician and Gastroenterologist (2)
saw Nico and his parents and wrote to the GP stating that “This is the first time
I’ve met … [Nico] who has severe cerebral palsy and a gastric emptying
disorder. The good news is that overnight drainage of the gastrostomy has
meant that his early morning vomiting which has plagued him for the past
several years has almost disappeared… You would be welcome to get in touch
directly, because we all have to be (and his parents are) very realistic about the
management options. That is to take pragmatic measures to do the things that
can be done to improve … [Nico] quality of life. That means ensuring nutrition,
avoiding infection and ensuring that the muscles and ligaments are kept as
flexible as possible, whilst endeavouring to manage the spasms that occur”.
Nico was given an open appointment to return should Ian and Rosi deem it
necessary. The Consultant Physician and Gastroenterologist (2) also wrote an
addendum to the GP to say that “now that the morning vomiting has stopped,
the Cyclizine can certainly be stopped. This is a step forward because of the
mild sedative effects of Cyclizine”.
9.94. Staff

at Barrantynes continued to note that Nico was sometimes “sick”
when he got up in the morning, perhaps once or twice per month. This was
recorded in the diary which facilitated communication and clarity between Ian,
Rosi and Barrantynes staff. In addition, they noted that Nico would occasionally
express his displeasure by “gagging/being sick”. An example was when, in
March 2011, he showed staff he did not want to attend the SPICE social group.
Staff recorded that Nico “became really upset and agitated and started to be
sick when we asked him if he wanted to go to SPICE… [Nico] indicated through
facial expression that he did not want to go. We then asked him if he wanted to
stay at home he smiled when we removed… [Nico’s] coat. … [Nico] was
smiling and stopped gagging/being sick.” “… [Nico] stayed at home and spent
time with … [two other clients] and he appeared to enjoy it”.
9.95. In

May 2011 Nico had a review of his Essential Lifestyle Plan (personcentred plan). He was involved, as were his parents, the Physiotherapist, the
SaLT, staff from Penhurst School, staff from Barrantynes, an external facilitator
(a friend of the family) and an advocate for the family. In the Essential Lifestyle
Plan, as part of the description of how to care for Nico, it was recorded that “I
can have reflux; this is when my stomach contents flow back into my
oesophagus and potentially enter my airway”. In addition it stated “At night time
I need to be checked at least every 20 minutes. Sometimes my gastronomy
bag becomes unattached and if this is not picked up quickly it can lead
to severe acid burns”.
9.96. The Dietician attended Barrantynes to check Nico’s PEG feeding in June
2011 and made no new recommendations. His weight was recorded as 39.7kg.
In July, staff recorded “At SPICE… [Nico] was gagging a lot and did not seem
very happy at all not joining in and throwing his head back. When it was time to
leave… [Nico] relaxed and smiled (don’t think he enjoyed it!)”. Again, Nico
seemed to be “gagging” in response to something he did not enjoy.
9.97. In

August 2011, the Physiotherapist and a Nurse from Barrantynes
observed Nico whilst he received his PEG feed and noted poor positioning in
the bed with “minimal raise at the head end of the bed and neck extended
40

Nico Reed Investigation
markedly with asymmetry of total posture”. The Physiotherapist corrected the
posture and recorded that he needed a “reclined fairly upright position with bed
set as profiled (raised under knees) and T-roll”.
9.98. In

the Health Action Plan completed by Nico’s key worker in October 2011,
there is no mention of morning vomiting. In evidence to the Independent
Investigation Team, Ian and Rosi stated that they had never seen this plan and
felt it to be incorrect.
9.99. In

November 2011 the SaLT wrote to the Director of Social and Community
Services at Oxfordshire County Council with a report on Nico. This was an
annual requirement and within the letter, she described that Nico needed to be
sitting upright when receiving his PEG feed or food via his mouth, due to the
risk of airway penetration.
9.100. In

November 2011, Nico once again, was recorded as being “very sick”
when told he was to attend a SPICE session. A member of the Barrantynes
care staff told the Independent Investigation Team that Nico did not like the
noise at SPICE so staff would often give him the option of staying at home
which he would take.

9.101. In

July 2012, an Oxfordshire County Council Review of Care was held
between the Care Manager, Ian and Rosi and the Physiotherapist. At the
meeting, Nico’s weekly structure, relationships, communication, risks, health
and staffing were discussed. Morning vomiting was not listed as part of the
discussion in the summary of the meeting.

Conclusion
Treatment – Gastric Reflux, Vomiting and Aspiration
9.102. Nico had a diagnosis of foregut dysmotility as a result of his cerebral palsy
and this meant that sometimes he would vomit involuntarily. There did not
appear to be an effective treatment for this and it was a known risk that surgery
could make this symptom worse. It was also known that Nico vomited and
retched sometimes when under stress or unhappy.
9.103. Ian

and Rosi told the Independent Investigation that at a meeting on 16
November 2010, Ian and Rosi requested some additional funding to provide
care in relation to the risks presented by Nico’s early morning vomiting. It was
reported that ‘top-up’ funding had been agreed for six months to provide one-toone care on waking as this was when Nico was most likely to be at risk.
9.104. On

3 May 2011 a six-month review was held attended by Ian and Rosi
and a friend of the family. At this meeting, the Transitions Care Manager was
reported (by the family to the Independent Investigation) to have confirmed the
ongoing funding to provide one-to-one care on waking for Nico due to the
vomiting.

9.105. This

decision was not recorded in the notes. From the documents seen by
the Independent Investigation it is difficult to establish whether this funding was
either agreed, or actually put in place. Neither was it recorded what any
consequent plan would have involved, when Nico’s ‘waking’ period would be, or
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how this would have been determined and/or managed on a practical basis.
Another witness, who had been part of the management team in the North
Oxfordshire Learning Disability social care team at the time, confirmed that the
member of staff reported to have made this decision on 3 May 2011 would not
have had authority to commit this additional resource.
9.106. It

was recognised that Nico had a continued problem with morning
vomiting towards the end of his life; however this was much reduced according
to the records seen by the Independent Investigation Team. Venting of the
gastrostomy overnight had made a significant difference and prevented a build
up of gas in his gut thus reducing the risk. In addition, carers were aware of the
risk and could describe what action they would take in the event of it occurring.
However, Ian and Rosi reported to the Independent Investigation that morning
vomiting was still occurring at home.
9.107. In

evidence given to the Coroner, Nico’s GP stated that “In the past, he
had a problem with morning vomiting and regurgitation but this appeared to be
much better when … [the Consultant Physician and Gastroenterologist (2)] saw
him and they felt this improvement was due to the overnight drainage with the
gastrostomy. They did not arrange follow-up but arranged an open appointment
if needed”. At this time services were of the view that his condition was much
improved.
9.108. However

it should be noted that Nico could, on occasions, aspirate freely
on his own saliva (at any time of the day or night) – he did not just aspirate on
regurgitated feed. In 2008, in a letter to the commissioner (Director of Adult
Services), the SaLT at Penhurst commented on a situation she had witnessed.
Nico had been having his teeth cleaned and had started to vomit “His body,
including his head and neck, were in extension, and he was aspirating his vomit
freely. Little could be done to alleviate the situation quickly and it was some
time before … [Nico] responded to the calming influence of the staff around
him”. (The issue of aspiration in relation to Nico’s death is examined below in
more detail in the appropriate Chapter sub-section).
9.109. There was no risk assessment in place at Barrantynes to guide staff when
dealing with Nico’s morning vomiting and/or in managing his risk of aspiration,
other than in relation to oral feeding. Although witnesses could describe, both
to the Coroner and to the Independent Investigation Team, how they would deal
with these events should they occur, good practice would dictate that a risk
assessment should have been conducted on a regular basis to ensure any
consequent care plan was current and fit for purpose.
9.110. The

Independent Investigation concludes that Nico did suffer from
morning vomiting on occasions but that this had lessened significantly at the
time of his death. The investigation found no evidence to suggest a one-to-one
staffing care plan was in place for Nico on waking but it would appear that this
condition had improved to the point where no active measures needed to be
taken other than to ensure that the gastrostomy was vented overnight and that
Nico was positioned in a “fairly upright position” when in bed receiving his feed.
Nico was observed regularly during the night until he was woken up in the
morning. There is evidence that the issue of morning vomiting had been
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considered by the specialist multidisciplinary team with input from the
Gastroenterologist, SaLT, Physiotherapist, and PEG Nursing service.
However, a risk assessment would have been good practice to ensure that staff
were not only aware of the issues but were consistent in how they dealt with
them if they occurred.


Contributory Factor 2: Nico had a well-known condition whereby
he vomited involuntarily on occasions when waking and when
distressed or unhappy. Towards the end of his life his vomiting on
waking had been largely ameliorated but was still present and was
managed reasonably effectively with inputs and advice from
specialists. However it would have been good practice for a
dynamic risk assessment process to have been in place to ensure
that every aspect concerning Nico’s safety in this regard was
considered and managed appropriately.

Findings
Treatment - Significant Involuntary Muscle Spasms/Hyperextension of the
Neck
9.111. This condition was first recorded (in the documentation made available to
the Independent Investigation Team) in 1990 when the community Consultant
Paediatrician recorded that Nico “had a lot more tone in his legs than the rest of
him”. In 2003, the Physiotherapist at Penhurst School commented that Nico had
“very low muscle tone in his trunk and upper body overlaid with extensor
spasms in his limbs”. In 2004 the social care staff noted that the spasms he
was experiencing in his legs, were causing him distress and the GP recorded
that they had increased slightly.
9.112. In

2005, the GP visited Nico because of the “worsening and more
frequent muscle spasms”. He prescribed Baclofen 10mg at night which would
act to relax the muscle. In May of the same year, it was noted by staff at
Penhurst School that Nico was beginning to experience neck spasms which
caused him to choke. The family expressed the view to the Independent
Investigation Team that these were, in part, caused by stress as Nico was close
to his Grandmother, who was very ill at the time. These spasms continued;
however it was noted in the record that the Baclofen was assisting to manage
this condition.

9.113. Nico

transferred to Barrantynes at the end of November 2010. Staff noted
in the records that Nico could sometimes arch his head back and go white/blue
but that, with reassurance and stroking his hair, this would decrease and he
would “return to normal”. Ian and Rosi were anxious about the ability of the
Barrantynes staff to deal with Nico’s neck extensions and potential for choking
and they wrote to the social services care manager to highlight their concerns.
The family reported to the Independent Investigation that they had taught the
staff at Barrantynes a ‘chin to chest’ manoeuvre on more than one occasion to
try and prevent the neck extensions. This manoeuvre had been taught to them
by the physiotherapists at Penhurst School. However it was recorded by
Dimensions in October 2010 (on the basis of information provided by Penhurst
School staff) that once Nico had begun to experience a neck extension it could
not be stopped. This would suggest they were becoming stronger. In January
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2011 the Physiotherapist carried out a Learning Disability Assessment and
recorded “extensor tone is of most significance in his neck which can extend to
the point where his trachea is stretched and breathing is difficult”.
9.114. At

the Coroner’s Inquest, the Physiotherapist described in her statement
that Nico had strong extensor spasms which were “4 on the Modified Ashworth
Scale 10”.
9.115. One of the carers from Barrantynes, who was a witness to the
Independent Investigation, gave evidence that when Nico went into a spasm
“His whole body language was really quite frightening. I think he would grit his
teeth but his head – if you were standing in front of him, you wouldn’t see his
head, because he put his head so far back that the back of his head would be
laid along his spine. It was right back and he looked headless from the front – it
was that severe, and really a frightening thing to see… And sometimes he
would vomit at the same time; as he went into it, he would vomit and he would
be throwing his head back. I distinctly remember one day that his head swung
back and he had all this green bile pooled in his eye sockets”. He was asked
what staff did in response to the spasm and answered “All we could do was put
him on his side… we did basic first aid…we couldn’t put him in the recovery
position properly because he was rigid, but we would get him on his side”.
9.116. The

carer went on to say that once Nico came out of the spasm he would
usually start crying but would calm down quickly. He stated that Nico
experienced spasms “quite a lot” when he first moved to Barrantynes but these
had become less frequent. It had been noted on 20 January 2011 when a
Learning Disability Physiotherapy Assessment was carried out that “… bed,
does not satisfactorily maintain his position and leans to the right. At night this
could contribute to waking, neck spasms and discomfort and panic”. The
assessment also stated that Nico “needs attention at night due to wakefulness,
excessive neck extension and difficulty breathing. Possibly related to anxiety”.
However a new bed was bought for Nico in February 2011 which had been
assessed as meeting his needs. In May 2012 a sleep system was trialled which
would have added to Nico’s comfort and stability of position in bed at night –
however this was still not in place at the time of his death.

Conclusions
Treatment - Significant Involuntary Muscle Spasms/Hyperextension of the
Neck
9.117. It would appear that little could be done to prevent the hyperextensions of
Nico’s neck from occurring and that little that could be done once they were
taking place. Although it was recorded that these spasms were becoming less
frequent, they appeared to be becoming stronger. The GP had prescribed
Baclofen 10mg as a muscle relaxant but this had limited effect. Staff were
aware of these events and Nico’s family reported teaching them a ‘chin to
chest’ manoeuvre to try and avoid the next spasm as they started. However,
their experience was that they had to wait for the muscle spasm to end and
then provide Nico with reassurance and calming physical contact – such as
stroking his hair.
10 The Modified Ashworth Scale measures resistance during passive soft-tissue stretching and is used as a measure of
spasticity. A score of 4 indicates that the affected part is rigid in flexion or extension
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9.118. However

it should be noted that a suggestion had been made previously
by Penhurst staff that anxiety, discomfort or stress could prompt the neck
extensions; it would appear that this aspect of Nico’s presentation was not
explored appropriately and no preventative measures in this regard were either
considered or put in place. Whilst an earlier referral (28 April 2009) had been
made to psychology because of the morning vomiting – nothing had been
specifically mentioned in the referral about anxiety and the link to neck
extensions. It was also understood that a sleep system would have ensured
increased comfort and stable positioning in bed at night and that this could have
lessened the likelihood of Nico’s neck extensions. It would have been good
practice to have examined both Nico’s anxiety and comfort in more detail as
anything that could have possibly alleviated this condition should have been
explored and the necessary actions implemented.

9.119. There was a serious risk to Nico from a combination of hyperextension
and vomiting which would significantly increase the risk of aspiration. It would
have been good practice to have had in place a dynamic risk assessment
process to ensure that this aspect of Nico’s presentation was fully monitored
and understood. It would also have been good practice to ensure that all
preventive measures were in place and the necessary funding secured for the
sleep system.



Contributory Factor 3: Nico had a well-known condition whereby he
experienced Involuntary muscle Spasms/hyperextension of his Neck. It
would appear that these were increasing in strength and that little
could be done to prevent these extensions from occurring. That being
said it would have been good practice for the possible link between
anxiety, stress and physical discomfort to have been explored in
conjunction with a dynamic risk assessment process to ensure that
every aspect concerning Nico’s safety in this regard was considered
and managed appropriately with the necessary funding in place for the
equipment that he needed.

Findings
Therapy - Pre-transition
9.120. Physiotherapy: One of the many advantages of attending Penhurst
School was the onsite therapy support available to Nico. Whilst at Penhurst, it is
evident from the records that Nico received regular care from a physiotherapist
and SaLT. He also received input as required from an occupational therapist
and a dietician. In addition, due to his Statement of Special Educational Needs,
an educational psychologist was also involved in his care (although records
were not available to the Independent Investigation).
9.121. The

Physiotherapist and Physiotherapy Assistant worked regularly with
Nico to develop both his gross and fine motor skills. They worked on his sitting
posture and head control and focused on increasing the strength of his upper
body. They advised staff on Nico’s positioning, both in his wheelchair and his
bed, and on a standing frame in order to support him to walk. They established
a hand skills programme to develop his ability to use his hands and he had
regular hydrotherapy to enable him to stretch out his limbs, practice walking
and develop some control in the water. They also trained the care staff to
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undertake simple stretching exercises with Nico in order to keep his limbs
supple.
9.122. In

the Final Transitional Report, written in October 2010, the
Physiotherapist recorded that the treatment for Nico “currently includes:






1:1 physiotherapy sessions
Daily passive movements
Hydrotherapy
Chest physiotherapy (when required)
Management of … [Nico’s] 24 hour postural control including use of:
Orthotics, night time positioning, standing frame, wheelchair and additional
seating”.

9.123. Speech

and Language Therapy: Nico underwent weekly SaLT sessions
which focused on his communication and oral feeding whilst at Penhurst.

9.124. In










September 2010 Nico’s feeding schedule was recorded as:

always give water as bolus before and after the feed;
07.45 200mls Nutrison;
12.15 offer Nico lunch;
12.45 200mls Nutrison soya;
16.00 300mls Nutrison Soya (give medication with this feed in the middle);
18.00 offer Nico his evening meal;
20.00 300mls Nutrison Soya (stop feed and give medication in the middle);
“Let … [Nico] rest for 20 minutes before bath/bed routine”.

9.125. The

review of his progress with the SaLT in the Final Transitional Plan in
October 2010 included a summary of communication skills and eating and
drinking recommendations.

9.126. In

relation to communication, the SaLT stated that “It is important to give
… [Nico] time to engage with a person or activity and his responses are often
delayed. However, when focussed, his understanding of language in context is
good, particularly when supported by symbols and cues”. She explained that
his facial expressions and body language were easy to interpret and he loved to
communicate, particularly through intensive interaction sessions11. She
described that he could answer simple and direct questions “with a “yes” (eyes
to the right) or “no” (eyes to the left), and can eye-point to objects, photos or
symbols (up to 4 on an E-tran frame 12) to make choices and direct activities”.
9.127. In

terms of recommendations, the SaLT recorded “... (Nico) has some
skills which enable him to be an active communicator, and clearly has some
cognitive skills to have much to say. However, his skills are very dependent on

11 Intensive interaction is an approach to teaching the pre-speech fundamentals of communication to children and
adults who have severe learning difficulties and/or autism and who are still at an early stage of communication
development (www.intensiveinteraction.co.uk)
12 An E-tran frame is a sheet of stiff, transparent plastic (Perspex) onto which symbols or words can be stuck with blutack or Velcro.
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the sensitivity of staff to give him the opportunity and time to make his
contributions”.
9.128. In

relation to eating and drinking “There are ongoing concerns about …
[Nico’s] risk of aspirating, and especially as he sometimes finds it hard to deal
with his own secretions, particularly when his neck is in extension. Vomiting is
still an issue in the mornings … [Nico] is encouraged to remain calm and the
frequency of this is decreasing. The bulk of … [Nico’s] nutrition and hydration
are met via his gastrostomy, which take the pressure off oral feeding. Eating
and drinking should therefore be seen as a pleasurable and sociable activity,
with strategies in place to keep … [Nico’s] risk of aspiration as low as possible”.

9.129. As a recommendation the SaLT stated “It is important for … [Nico’s] social
inclusion and his oral function that he maintains oral feeding. However, he will
need careful assessment and monitoring by an experienced Speech and
Language Therapist to ensure that his risk of aspiration is minimised”.
9.130. Occupational

Therapy: The Occupational Therapy (OT) report, in
October 2010, described Nico’s use of the computer and other switch
technology and his seating and wheelchair requirements. In relation to the
latter, the OT stated that “Nico has a tendency to bring his head round under
the head support where it has then been stuck … he now has a Hensinger
head support, which can be placed around his neck, below his standard head
support, whenever he is left unsupervised and staff consider him to be at risk of
trapping his head”. The attendant controlled Topan powered wheelchair which
he used, belonged to Nico but it was reported by Ian and Rosi that he did not
use it after he moved to Barrantynes.
9.131. The

OT described that Nico used an Ablenet Jellybean switch as his
method of control when participating in computer and other switch activities
“completely independent use of the switch remains a challenge to him, because
he finds it difficult to accurately target a switch that is held in a fixed position”.
He required attendant help to use the switch.
9.132. OT

recommendations for the future included “His way of using the
equipment would need to be carefully explained and demonstrated to staff in
his future placement to ensure they had the skills to enable … [Nico] to enjoy
the benefits of controlling some aspects of his daily life”.

Therapy - Post-Transition
9.133. At Barrantynes, the therapy Nico received was provided by the
Physiotherapist, the SaLT and the OT. These staff were based in the joint
health and social care Learning Disability Team. In addition, he received care
from the continence team and a service from the Abbott nutrition nurses who
oversaw the arrangements for his PEG feeding and care of his PEG site.
9.134. The

continence service reviewed Nico promptly on his arrival at
Barrantynes and saw him on 6 December 2010. The continence products
provided for Nico allowed a great deal of leakage. Rosi Reed contacted them to
explain the problem and they did try other products, including ones that the
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family bought themselves, but this problem was never resolved. The
commissioner of service advised the Independent Investigation that there had
been an Oxfordshire-wide decision to change the provider of continence
products at about this time in order to try and manage financial resources more
effectively.
9.135. Nico’s

PEG site was a constant issue for Nico and staff at Barrantynes.
The area around the PEG site had mostly been managed without incident whilst
at Penhurst School. However, when Nico transitioned to Barrantynes the site
was often described as sore and red. Whilst the GP initially treated this as a
possible infection, three separate swabs over a year evidenced that it was not.
Nico’s family were frustrated by what they described as inadequate care of the
site and had explained to staff on several occasions how to ensure it remained
clean. At home, they cleaned it with boiled, cooled water three times a day and
applied Cavilon cream. A Barrantynes carer provided guidelines for staff based
on this advice in September 2011. The GP prescribed the cream as advised by
the family in addition to Hydrocortisone 1%. There had been discussion about
whether the poor quality of the continence products were allowing the urine to
get into the site and the PEG button was changed in May 2012, as it was
thought that this had possibly been leaking. However, the problem remained up
to the end of Nico’s life.
9.136. The

key therapy services were all provided from the North and South
Oxfordshire Learning Disability Team, which was a joint health and social care
provision.
9.137. On

30 November, the day of transition, an email from the OT at Penhurst
School to Rosi Reed noted “… [the Barrantynes Physiotherapist] is on the case
and liaising with the OT re equipment. I have been assured that they are
sorting things out for … [Nico]. We passed all information regarding physio and
OT equipment onto…several weeks ago, along with his care plan. They took
measurements of his foot box and details of the slings that he uses. They have
a standing frame that I will be assessing with his new physio as soon as
possible when [a member of Penhurst staff] and I carry out a visit to … [Nico’s]
new home”.
9.138. Two

weeks prior to Nico’s arrival, the staff at Barrantynes had attended
Penhurst to undertake training around PEG feeding. The therapists had each
agreed to liaise with their counterparts at Penhurst School to ensure that they
knew Nico’s requirements.
9.139. Unfortunately, the period between the agreement that Nico would move
into Barrantynes (11 November 2010), and the date of the move (30 November
2010) was only 14 working days. This left little time for training and liaison to
take place although efforts were made to provide some.
9.140. Physiotherapy

and Occupational Therapy
On 1 December 2010, the Physiotherapist and Occupational Therapist
produced a Temporary Transition Physical Management Plan for Barrantynes.
This document outlined how to transfer Nico, using the overhead tracking hoist.
In relation to bathing: “The aim is to bath … [Nico] in the future. For the time
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being he must be washed in bed as the bath does not have any padding for
protection and there is not a bath sling”. In relation to bed positioning: “Current
bed recently provided by Millbrook does not meet … [Nico’s] needs: it does not
profile sufficiently and there are gaps between the mattress and the bed rails.
There is a risk of entrapment… [Nico] has involuntary movements, in particular
severe head extension and torsion”. This was judged as a moderate risk and
the plan was to fill in the gaps on one side of the bed and to remove the gaps
on the other, using a rolled blanket to fill the gap at the end of the bed.
Photographs and guidelines were provided as to how Nico should be positioned
and the waking night staff “will check every 30 minutes”. With these strategies
in place, this was judged to reduce the risk to ‘low’.
9.141. On 8 December 2010, an email was sent by Rosi Reed to the Managers
at Barrantynes. The email set out her concerns about the Temporary Transition
Physical Management Plan. Her concerns were in relation to the rushed
transition:

1. Nico preferred standing transfers which were good for his hips and these
were not currently possible.
2. Nico was doubly incontinent but could not have a bath or shower. The
Occupational Therapist doubted that Nico could tolerate a bath chair and
researching bath inserts would take a long time.
3. The plan stated that the bed was the wrong type as it had gaps in the sides
which presented significant risk to Nico.
4. The standing frame assessment was listed in ‘future actions’. Nico needed
opportunities to weight bear immediately.
5. Communication switches – it was currently suggested Nico use a Big Macktype single switch which he had used when he was six years old but was not
now what he was used to. This would be very frustrating for him.
6. Barrantynes staff had approached the family twice with regard to Nico at
night because he went into hyperextensions. The staff were anxious
because when alone at night, they could not get him out of the locked
position. Penhurst staff had previously told Nico’s family that he only did this
when frightened and panicked and that they needed to reassure and calm
him rather than trying to stop the extension.
9.142. The Care Services Manager from Ridgeway responded and informed the
family that these issues would be dealt with as a matter of urgency. The family
reported to the Independent Investigation that the issues actually took a number
of months to resolve.
9.143. Recorded

in the social care case notes on 10 December 2010 was an
email from the Physiotherapist to the Team Manager which said that things
were progressing slowly for Nico. She confirmed that she had agreement to
provide the slings Nico needed and they “should arrive soon”. She then planned
to visit and commence her physical assessment. “Think I can fund standing
frame (verbal agreement from Finance) but will need to do another assessment
at Barrantynes with the staff there to be sure it can be housed and managed
there…Monday will contact Bishopswood re hydro options…on track with bed
and bath & shower options”.
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9.144. On

15 December, Ian and Rosi took Nico back to Penhurst for the
Christmas Party and gained permission to give him a bath whilst they were
there. This was the first bath Nico had received since leaving Penhurst School
and his family reported that the skin in his groin area was sore.

9.145. On

7 January 2011 (recorded in the OT case notes) was a message in
relation to Nico at Barrantynes “No record of sling being ordered”. “Quote for
PT for 3 slings to be scanned and new special order to be put through for
approval”. At the six-week review meeting on 12 January, between Barrantynes
staff, Ian Rosi, the Transitions Care Manager and an advocate for the family,
Barrantynes staff highlighted their frustration with regard to the rapid transition
and the fact that not all the equipment they needed to care for Nico effectively
was in place.

On 14 January, the OT service recorded that they had received a request
to contact Barrantynes to determine why Nico needed a shower cradle and bath
protective inserts. In addition, the OT was requested to contact Barrantynes to
find out how they were managing Nico’s personal care in order to help prioritise
the case.
9.146

9.147. On

20 January 2011 a Learning Disability Physiotherapy Assessment was
carried out. The assessment highlighted the strong extensor spasms which
Nico experienced. It also recorded the need for Nico to wear AFO’s to maintain
foot position and prevent further postural problems.

9.148. It was noted that Nico had two wheelchairs and there was “modular
seating in each chair with non contoured seat cushion: needs further
assessment as does not support well and insufficient to prevent further postural
decline”.
9.149. It

was recorded that Nico was attending one Rebound session per week
which would need further assessment to determine benefits13. The
Physiotherapist recommended hydrotherapy as a priority. The plan was to:
provide slings for transfers, provide a profiling bed and assess the support
possibilities in bed to maintain posture and prevent deterioration, assess and
provide suitable standing equipment to do likewise, refer to Oxfordshire
Wheelchair Service to review seating, deliver training sessions to Barrantynes
staff to manage positioning and movement programme, support Barrantynes
staff to take Nico to hydrotherapy at Penhurst School and assess Rebound
Therapy in terms of benefit and risk.
9.150. The

Physiotherapist also undertook an Initial Physiotherapy Assessment
with Nico’s keyworker present. She assessed posture using the HARE physical
ability scale (range of movement of upper and lower limbs and tone and reflex
activity) to plan Nico’s therapy programme. It was noted that “Tried to support to
stand with 2 either side: unable to achieve any weight bearing. Unlikely staff
will be able to achieve this safely”. A number of goals were set including the
improvement of Nico’s posture when in bed, assessing the benefits of standing
using a Horizon stander, discussing with the Penhurst School Physiotherapist

13 Rebound therapy describes a specific methodology, assessment and programme of use of trampolines to provide
opportunities for enhanced movement patterns, therapeutic positioning, exercise and recreation for a wide range of
users with additional needs (www.reboundtherapy.org)
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to establish “method they have been using”, contact Bishopswood School to
explore hydrotherapy access and plan a therapy programme for staff to
implement.
9.151. On

3 February the Physiotherapist assessed Nico on a Standing Frame
and on 18 February she made a home visit to Ian and Rosi to discuss Nico’s
move to Barrantynes and the plan for his physiotherapy and equipment needs.

9.152. Rosi

Reed wrote an email to the Physiotherapist after the meeting to
confirm action agreed “After…[Nico] standing frame arrives you will be
organising an intensive programme of physio teaching with the Barrantynes
staff, probably lasting for a few weeks and including a floor programme etc.
After they were fully trained you or your staff would visit him and review his
physio occasionally – but probably no more often than every month … [Nico’s]
physio needs are categorised as being level 3, so the Barrantynes staff will
require theoretical and practical teaching”. The Physiotherapist also emailed a
referral to the Oxfordshire Wheelchair Service requesting a review.

9.153. On

25 February Nico’s bed was reviewed by the OT who stated that the
new bed met Nico’s needs and agreed to contact the staff team the following
week about a trial of a new head cushion.

9.154. In

early March, the GP wrote to Ridgeway Partnership following a
discussion with the Physiotherapist in order to access more service for Nico.
The letter stated that Ian and Rosi had expressed their concerns to the GP that
Nico had problems holding his neck straight and described problems with his
hip movements following his surgery. The GP acknowledged that there were
“issues with access to physiotherapy but it would seem that he would benefit
from her [the Physiotherapist’s] suggestions. I note her recommendation about
hydrotherapy and on discussion she did feel that this might be more appropriate
in the first instance than the rebound therapy”. There was no response to this
letter in the records seen by the Independent Investigation.
9.155. On

18 March the Physiotherapist trained two members of Barrantynes
staff in a physical management and therapy programme for Nico. The plan
following the session was to write the programme and plan six visits initially and
work with Horizon standing frame on 18 April 2012 when it arrived.
9.156. The

Physiotherapist visited again on 22 March and agreed a programme
and demonstrated positioning of Nico for movements and stretches. She
observed one member of staff trying the movements.
10.157. On

18 April, the Physiotherapist visited and set up the Horizon stander to
suit Nico and to show the staff how it worked. Two members of Barrantynes
staff attended the session. It was agreed that good preparation before standing
was important with attention to the left leg “start with short 10 minutes sessions
4 x per week”. The plan was to make further visits to train staff and write up
guidelines and develop a risk assessment for use of the frame. On 26 April the
Physiotherapist trained a further member of Barrantynes staff and noted in her
records that she “will need at least 6 people trained and competent”. On 9 May,
she arrived to train staff but no one was available due to an emergency.
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9.158. In

May the six-monthly review of Nico’s ‘My Essential Lifestyle Plan’
meeting was held and a further meeting to discuss what was working and what
was not working for Nico. It was noted that Nico was not using the standing
frame or receiving physiotherapy (described as a ‘general exercise regime’)
daily and hydrotherapy had not been arranged. The Physiotherapist recorded
her actions to chase the wheelchair assessment, continue to train staff to use
the standing frame and review Nico’s posture and comfort in bed.
9.159. The

Physiotherapist ran further sessions in order to train staff to support
Nico to use the Horizon Stander. She provided guidelines for this and trained
four staff in total. She planned to run a joint session with the SaLT in order to
assess Nico’s use of switches whilst on the standing frame. This assessment
took place on 23 May. She also followed up the referral she had made to the
wheelchair service posture clinic and discovered Nico was sixth on the list and
the wait would be approximately three months.

9.160. The OT had some email communication with Barrantynes and with Rosi
Reed about the size of the bed and footboard and Nico’s ability to see his
television. Rosi Reed believed the bed was too big and asked if it could be sold
in order to buy one like one of the other clients at Barrantynes. The OT
responded that the bed was the same model as the other client and there was
no option to return or sell it. The family were of the view that the bed remained
inappropriate for Nico and stated that Ian Reed rearranged things on the
shelves so that Nico could see the television without twisting his posture.
9.161. In June, Nico attended a wheelchair appointment with Rosi Reed,
attended by the Physiotherapist. He was given a further appointment in one
month.
9.162. During

June, there was some recording by staff of Nico using his standing
frame but this was only twice. In July, Nico went to have a foam karve seat
fitted in his wheelchair and it was noted by the Physiotherapist that good
posture was achieved. The new contoured seating was finally fitted in August.

9.163. On 22 August the Physiotherapist observed Nico, accompanied by a
member of staff from Barrantynes, receiving his PEG feed in bed “Position in
bed poor with minimal raise at the head end of the bed and neck
extended markedly with asymmetry of total posture. Corrected posture and
supported in reclined fairly upright position with bed set as profiled (raised
under knees) and T-roll”. Staff were advised to fill in a chart for the frequency
of use of the standing frame because Ian and Rosi wanted to monitor the
frequency of use.
9.164. In

November 2011 the Physiotherapist noted further training provided on
the Horizon Stander and that she trained two members of staff. She recorded
that there were only three staff in total that were competent.
9.165. On

16 December 2011 Nico was discharged from the North Oxfordshire
Learning Disability OT team and transferred to the South Oxfordshire OT team.
(Ian and Rosi reported to the Independent Investigation that they did not meet
with this team until 4 July 2012).
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9.166. On

5 January 2012 the Physiotherapist was asked to visit Barrantynes to
review and assess the lap strap and buckle on Nico’s chair following a fall on 23
December. The Physiotherapist visited on 12 January and formed the view that
Nico had inadvertently released the buckle by an involuntary hand movement.
He was referred to the wheelchair service to consider a new lap strap and
buckle to stop this from reoccurring.

9.167. On

25 January, Nico had a hydrotherapy session at Omerod pool with the
Physiotherapist and her assistant. After the session, it was agreed that the pool
water was too cold and there had not been enough time for Nico to change. It
was agreed to look for an alternative pool.
9.168. On

31 January it was recorded by the Physiotherapist that she had
agreed that staff would ensure that Nico’s wheelchair lap buckle was fully
fastened and he would have five-minute checks when he was in his room
without direct support, until the new buckle arrived for his wheelchair. The
family reported to the Independent Investigation that the new buckle never
arrived.
9.169. On 13 February the Physiotherapist recorded that she visited Nico at
Barrantynes and supported staff to transfer him to his wheelchair. It was noted
two people needed to support his head and also “put AFO’s on … [Nico] should
be wearing these everyday for minimum of 5 hours and always when standing.
Should be in guidelines… [a carer] not sure if this is happening and may vary
between staff”. The Physiotherapist also checked the pelvic buckle in the
wheelchair which had not yet been changed but noted it was secure. The plan
was to check that Nico’s programme guidelines were still appropriate and that
staff were using the AFO’s. In addition there was also to be a risk assessment
of Nico’s use of the wheelchair.
9.170. On

22 February the Physiotherapist visited Barrantynes again to check
the AFO’s in response to a request by Rosi Reed. She felt that the AFO’s were
causing him discomfort. The Physiotherapist contacted the Orthotics
Department and was told that an appointment would be available at the end of
March. She explained to staff how to put the AFO’s on to best effect and
advised them to contact her should red areas develop on Nico’s skin.
9.171. In

March 2012 the Physiotherapist attended a review of Nico’s personcentred plan, developed on 3 May 2011. It was noted that the use of the
standing frame was a positive in Nico’s life and he liked to use his hands when
in it. He also enjoyed Rebound therapy. However, the outstanding issues listed
were the requirement for daily physiotherapy (general exercise) and
hydrotherapy. The Physiotherapist recorded that her actions from the meeting
were “follow up the orthotics appointment, arrange symmersleep system for
assessment, review the therapy programme, review standing frame use and
continue to aim for Jacuzzi/hydrotherapy”. On 30 March she attended the
Orthotics Department with Nico and his AFO’s were adjusted for a better fit.

9.172. On

16 April 2012 Rosi Reed confirmed that Penhurst School had agreed
to let Nico use the hydrotherapy pool there.
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On 19 April 2012 the Physiotherapist visited Nico at Barrantynes “…
[Nico] was in his standing frame and was happy and smiling”. It was recorded
that “standing was happening at the home on a regular basis”. However, Ian
and Rosi challenged the accuracy of this statement and reported that they had
been told that Nico was using the standing frame only when particular carers
were on duty. The Physiotherapist noted that the AFO’s had not arrived from
the orthotic department so she agreed to chase them up. The family reported to
the Independent Investigation that the new AFO’s never arrived.
9.173.

9.174. In

early May 2012 Hydrotherapy Guidelines were written by the
Physiotherapist for staff at Barrantynes. On 4 May the Physiotherapist
accompanied Nico to Penhurst School to have hydrotherapy. She recorded that
he required two people to support him. A risk assessment of the pool was
carried out on 21 June.
9.175. On

24 May 2012 a representative from a company who provided a sleep
system visited Nico with the Physiotherapist. Supports and adjustments were
made to enable Nico to sleep comfortably “left … [Nico] to rest. Over 30
minutes he did not change position, remained comfortable and relaxed, did not
extend his head/neck” Noted that the representative would provide a quote and
that “charitable funds or another funding stream” would be required to fund the
system.

9.176. On

25 May 2012 Nico attended Penhurst School for hydrotherapy and
spent 30 minutes in the pool. The Physiotherapist recorded “discuss with care
management possibility of increasing 1:1 hours (82 per week at present). Hydro
used 10 of those hours. It is a significant health need”. The family employed a
carer who knew Nico at Penhurst to support him for hydrotherapy sessions.
Nico attended again on 8 June (noted that no further session would take place
in June due to work pressures in Physiotherapy), 6 July, 20 July, (27 July
cancelled due to Nico having a rash) 3 August and 10 August 2012.
9.177. On

2 July 2012 the South Oxfordshire Learning Disability Team OT
service contacted Barrantynes following the receipt of a referral for Nico. He
had been using a shower chair inherited from a previous client and a bathing
assessment was requested.
9.178. The

Physiotherapist attended a Social Services Care Management
Review meeting held at Barrantynes on 4 July 2012. The family told the
Independent Investigation that the Physiotherapist had not been invited but had
turned up. The Physiotherapist made a note in the clinical record of the actions
from the meeting which included a discussion with the OT regarding equipment
needs and a discussion with the SaLT about support for Nico’s communication.
The formal record of the meeting noted “[Nico] currently receives 4 hours per
week of physio, however both …[the Physiotherapist] and …[Ian and Rosi] feel
that …[Nico] would benefit from more. …[The Physiotherapist] feels that
…[Nico] should have physio at least each day, but ideally for 11 hours
per week. [The Physiotherapist] also recommends that … [Nico] receives 4
hours of hydrotherapy per week. At present …[Nico] has to travel to
Penhurst, in Chipping Norton, where …[Nico] previously lived. This is a
significant distance and as … [Nico] requires 2:1 support for this ... [Nico’s
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Mother] provides the extra support … also advises that there is only one
therapist in South Oxfordshire. … [Rosi Reed] states that … [Nico] will often
miss out on hydrotherapy if there is a staff shortage”.
9.179. On

19 July 2012 the Southern OT Team visited Barrantynes “at short
notice” to consider the bathing arrangements for Nico. The outcome was that
Barrantynes would inform the parents of the visit; the OT would arrange to visit
with Ian and Rosi to complete the overview regarding Nico bathing; the OT
would scale draw the existing layout and discuss proposed layout; and OT
would be provided with information regarding how the adaptations could be
funded and what high-low baths would be suitable.

9.180. On

9 August 2012 the Southern OT Team met with Ian and Rosi and a full
assessment of Nico regarding bathing/showering, bed, kitchen activities and
hoisting. The outcome was that the bathroom work would go ahead, pending
funds being identified, no action would be taken in relation to the bed as it
“meets clients needs”, a wheelchair laptop table would support Nico in the
kitchen and the OT would arrange a joint meeting with Chiltern Lifts to look at
alternative hoisting options.

9.181. On

10 August 2012 the Physiotherapist recorded a hydrotherapy session
at Penhurst with Nico and reported that the support worker, who attended from
Barrantynes to support Nico, was not confident in the pool. It was noted that
Barrantynes staff must be confident to lead the session as Nico’s safety was
their responsibility.
9.182. On

16 August 2012 the Southern OT Team stated that the bathroom
layout was discussed. “OT to complete DFG forms. The OT is to arrange a
demonstration at Millbrook with 2 baths for family and other client’s family as it
is a shared bathroom. OT to arrange with Care & Independence to assess
client for new shower chair”.

Conclusions
Physiotherapy and Occupational Therapy
9.183. The Therapists at Penhurst School had written a very clear Transitional
Management Plan to support Nico’s transfer to his new placement. In addition,
the Penhurst and Barrantynes therapy staff met at Barrantynes the week after
Nico had moved in and Ian and Rosi were present. The Barrantynes therapy
staff were therefore completely aware of the requirements to meet Nico’s
therapy needs. Despite this, equipment was not ordered promptly and it took
five months to get most of the equipment required into place to ensure a safe
and satisfactory transition for Nico.
9.184. The

Independent Investigation noted that the Physiotherapist had
produced a clear Physical Management and Therapy programme on 21 March
2011 using a shared care protocol to level 3, which meant both theoretical and
practical training of staff. This allowed her to demonstrate what was required,
train staff and then provide ongoing advice and support. In the records it can be
seen that she trained six members of staff to undertake the physical therapy
programme and also ran one session with Ian and Rosi present to demonstrate
the correct position of Nico in bed.
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9.185. The

aim was to weave the physical exercise and therapy into Nico’s
everyday life rather than it being provided at specific sessions. This is a
common approach in both care home and supported living environments.
Hence, gentle stretching and straightening of the legs would be carried out as
staff helped Nico to rise in the morning. This approach was confirmed as being
carried out by witnesses to the Independent Investigation however, it is not
clear how often these exercises were undertaken and it was not always noted
in the daily records.
9.186. Nico

visited the Consultant Orthopaedic Surgeon on 16 March 2011 and
Rosi Reed expressed anxiety that his posture had changed. She reported that
she was worried about new scoliosis and increasing neck spasms as a result of
insufficient physiotherapy 14. The Consultant stated that it was postural scoliosis
and suggested this may be due to a lack of physiotherapy but equally, may
have an underlying neurological cause.
9.187. Nico

had a sleep system in place at Penhurst. This allowed him to retain a
comfortable position in bed in order to minimise the strong extensor spasms
that he suffered. The Physiotherapist at Barrantynes recorded that she had
understood this risk in her assessment of 21 January 2011 but did not arrange
a demonstration of the sleep system until May 2012. It was still not in place at
the time of his death. The Physiotherapist did train staff to use pillows and a Troll (to support Nico’s limbs) to position Nico correctly at night, however in
evidence to the Coroner, the carers made clear that these pillows did not hold
Nico in place, in the event of an extensor spasm.

9.188. Following

a fall from his wheelchair in December 2011, the
Physiotherapist ordered a new lap strap and buckle for Nico’s wheelchair as
she had expressed the view that he had inadvertently undone the buckle on the
previous belt. The family confirmed to the Independent Investigation, that this
new lap strap and buckle was never delivered or fitted to Nico’s wheelchair.
9.189. The

Physiotherapist recognised hydrotherapy was a priority in January
2011 in order to keep Nico supple and she wrote that she planned to explore
hydrotherapy options. This priority was raised at both of Nico’s person-centred
planning reviews in May 2011 and March 2012 as an outstanding issue. The
Physiotherapist did arrange one hydrotherapy session in December 2011 but it
was problematic due to the conditions in the pool. Rosi Reed eventually
resolved the problem in April 2012 by negotiating the use of Penhurst Pool and
paying for a second carer to support the Physiotherapist and Barrantynes staff
in taking Nico to the pool. This happened 16 months after Nico had come to live
at Barrantynes.

9.190. The

Physiotherapist and the SaLT gave evidence to the Coroner that they
had provided joint dysphagia training for the staff at Barrantynes15. This was
noted in the therapy records to have taken place on 9 May 2011. A further joint
meeting was held with four staff on 23 May 2011 to discuss the Horizon stander
and oral feeding, but this was not described as dysphagia training in the care
record.
14 Scoliosis is a disorder in which there is a sideways curve of the spine, or backbone.
15 Dysphagia is the medical term for the symptom of difficulty in swallowing
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9.191. Nico

was expected to use the standing frame every day as this was not
only good for his posture but also because weight bearing and movement
strengthened his bones and helped with the management of constipation. A
witness to the Independent Investigation, who had been a carer at Barrantynes,
said “I don’t think it was used everyday. It was mostly a thing that would
happen on a late shift, when it did happen”. In reviewing the care records, it can
be seen that the standing frame was used every week but not every day.
9.192. The

Independent Investigation concludes that both physiotherapy and
occupational therapy assessment took place in an appropriate manner
throughout Nico’s life. However, once transferred to Barrantynes there was a
lack of timely intervention which meant that important therapy and equipment
were not always in place. This appears to have in part, been brought about by
the rushed transition arrangements. It was evident that essential equipment and
ongoing therapy inputs were disrupted. This meant that Nico’s quality of life,
safety and general wellbeing were compromised on occasions.


Contributory Factor 4. It was evident that essential equipment
provision and ongoing therapy inputs were not delivered in a timely
manner once Nico had transferred to Barrantynes in December 2010.
This meant that Nico’s quality of life, safety and general wellbeing were
compromised on occasions.

Findings
SaLT
9.193. The

issue of communication with Nico is explored in detail in the chapter
subsection below which deals with his involvement in his care.
9.194. Ian

and Rosi met with the Manager at Barrantynes on 18 November 2010
and at this meeting provided detailed notes which explained how to
communicate with Nico and how to provide effective care. The aim of these
notes was to support the smooth transition between Penhurst and Barrantynes.

9.195. The SaLT visited Barrantynes on 19 January 2011 “Basic sign-training
session with 5 staff carried out...8 signs agreed for use with … [Nico] and
another resident for sign-supported speech when interacting with clients”. In
addition, intensive interaction forms were given to staff and completed between
January and June 2011. Nico’s family reported to the Independent
Investigation that they never saw any staff at Barrantynes use sign language
whilst he was there.
9.196. On

25 January the Barrantynes SaLT spoke to the Penhurst School SaLT
who had worked with Nico for 12 years. “… [SLT Penhurst] confirmed that she
did not tell ... [Rosi Reed] that … [Nico’s] swallow would deteriorate if he didn’t
have oral intake. d/w her the family’s anxiety about change in service provision
now that …[Nico] is in Adult services and therefore need for reassurance to
them. … [SLT Penhurst] did not think … [Nico] could achieve a sufficiently
consistent hand movement to use a switch at all”. However, written in the
transition plan (October 2010) from Penhurst it did noted that oral feeding was
important to maintain social inclusion and oral function. The Barrantynes SaLT
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also noted that she planned to contact the Oxford Centre for Enablement to
request an assessment of switch use and recorded that the Penhurst SaLT had
“emphasised that eye-movement was the most reliable way to ascertain Y/N
response from…[Nico]”. There was no record to suggest that this action was
carried out.
9.197. In early March 2011, the GP spoke to the SaLT and recorded “She wants
… [Nico] to feel confident with staff before starting any oral feeding – staff at
Penhurst were giving v small amounts only. He has a lot of anxiety around oral
feeding she feels – She is waiting to speak to … [Dietician] as mum felt
dietician was not happy. She is sure he will not lose ability to swallow. At risk
with oral feeding she feels”.
9.198. In

addition, on 15 March 2011 a telephone call had been received from
Barrantynes to discuss Nico’s oral intake and the SaLT agreed to review Nico’s
oral feeding arrangements.

9.199. The

SaLT visited the home the following day to observe Nico receiving an
oral feed “He smiled when asked if he was hungry and opened his mouth when
told there was chicken curry (pureed) for him. … [Nico] took the first spoonful
willingly and appeared to manage the bolus but after a second or two some
appeared at the front of his mouth and he coughed. After that he had difficulty
clearing the residue and coughed again. Several minutes later he coughed
once more. The puree was of a good texture, firm but moist, but [Nico]
struggled to manage it and would not have anymore, understandably. Without
…[keyworker] to tell us if/how …[Nico] feeding today differed from when he had
seen him at Penhurst, it was hard to define why today’s efforts were not more
successful, other than that he had not been fed before by this carer – who was
perfectly competent and …[Nico] appeared relaxed. In view of the observed
risk of penetration of the airway and the fact that … [Nico] does not need oral
intake, his carers were advised to try again tomorrow but not to persist if …
[Nico] has any problem at all with the first spoonful”.

9.200. In

relation to communication the SaLT wrote “… [Nico] turned his head
towards familiar voices but it was not clear how much he could see as his eyes
did not always follow the direction of his head, which is habitually turned to the
extreme right. His carers are keeping a possibly sporadic account of his
responses and the suitability of a communication passport has been discussed
with them16. He will be seen again on Monday 21st to look at the possibility of
using a switch with him to support his communication”. Nico arrived at
Barrantynes with his communication file from Penhurst School but did not have
a communication passport in place.
9.201. The

six-month review of Nico’s person-centred plan took place on 3 May
2011 and SaLT recommendations for oral feeding were recorded clearly:



“When …[Nico] is relaxed and happy, he should be offered tastes of a
pureed meal at mealtimes - but not at the same time as his PEG feed
as this could cause vomiting.

16 A communication passport is a way of supporting a vulnerable person with communication difficulties, drawing
together complex information (including the person’s own views, as much as possible
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If … [Nico] refuses food or drinks (thickened to single cream level} this is his
choice and should be respected.
If …[Nico] is happy to eat/drink he should be offered a limited amount 6-8 teaspoons of food and a small amount of fluid. His swallow is
impaired and will fatigue rapidly, increasing the risk of airway
penetration/choking. Small amounts by mouth are safer for him.
How …[Nico] is sitting while having his PEG feeds or oral intake is
extremely important
He needs to be as upright as possible to limit the risk of airway penetration.
Because he has reflux, It is possible for PEG feed to enter the airway
unless he Is propped in an upright position”.

9.202. In

addition, recorded under “How to successfully support me: around
being healthy and safe” it states:



“If my mouth seems uncomfortable, frothy or dry please give me a little
(around 5 mls) drink of water in my mouth, via a small clean plastic
syringe (make sure it doesn't taste of Milton!). If you ask me every hour
or so if I'd like a drink in my mouth, I will tell you yes or no. This stops
my lips from getting dry and cracked”.

9.203. It

was noted in the care records that staff were intermittently carrying out
intensive interaction with Nico. Rosi Reed also told staff that she was pursuing
involvement in a voice synthesiser project for Nico to improve his
communication 17.

9.204. On

5 May 2011, the SaLT recorded that she had attended the six-month
review and there had been some discussion about the letter dated 22 March
2011 from the Consultant Physician and Gastroenterologist (2) which had
stated that Nico had been receiving pureed food at Penhurst School and that
there was no reason for this to stop. The Barrantynes SaLT noted in her
records that the letter “in which he emphatically disagreed with SaLT
recommendations, wanting them rescinded “forthwith” unless there were clear
reasons for not doing so (which there are!). Unsurprisingly, this had confused
the house team so I have reinforced my recommendations, reminding them that
unless anyone has objective evidence that … [Nico] is not aspirating on oral
intake these recommendations should stand until reviewed by SaLT... … [the
Consultant] letter raised the topic of lack of agreement between … [Nico’s]
parents and professional staff and the difficulties this causes his carers”. The
actions agreed were to provide communication observation sheets for staff to
complete, give exercise sheet for lip/tongue exercises and SaLT and
Physiotherapy to carry out a joint assessment of Nico in his standing frame and
joint dysphagia training for staff.
9.205. On

12 May, the SaLT was asked to provide an advice sheet for staff
regarding oral feeding of Nico. She also agreed to assess Nico’s ability to use
switches when in the standing frame. She requested staff complete a form
17 Voice Synthesiser project: Assistive technology was something the family had raised money for but the family was
worried that the equipment would not be used, the family had fundraised for a year to be able to provide the means to
give Nico a voice (electronic voice machine).
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which recorded communication with Nico in order to build up a picture of how
best to communicate with him.
9.206. On

23 May, the SaLT undertook a joint assessment with the
Physiotherapist of Nico using his standing frame. She noted “potential for
position as useful for tasters, hand function and communication as well as
physical benefits”. She collected the communication charts to analyse. The
SaLT analysed the three pages of communication observation charts that the
staff had completed with Nico “… [Nico] interaction mainly with 4 staff. A pattern
of eye-movement and/or smiling for positive responses, with some hand
stretching. Frowns, becomes agitated, gags/retches when doesn’t want to
do/have something. Vocalisation, squealing and laughter also recorded when
… [Nico] is happy”.
9.207. On

25 May the SaLT recorded a conversation with Nico’s keyworker who
described that he had been offering spoonfuls of food to Nico but he was often
not interested “yesterday … [a carer] had managed to give … [Nico] 2-3 spoons
while the PEG feed was being given – cautioned staff to keep any oral feeding
to a minimum no more than 2-3 teaspoons while PEG feed is on as this could
cause vomiting”. Actions agreed were to review mealtime guidelines regarding
oral intake and PEG, to try A3 size pictures with Nico and “compare with those
from Penhurst in terms of his reaction” and to arrange a further appointment
with the SaLT Assistant, to review Nico’s ability to use switches when in his
standing frame.
9.208. In

June the SaLT met with the Manager at Barrantynes and the
Physiotherapist and it was agreed that Nico was to have tastes of pureed food
at house mealtimes and also when staff were preparing food. In addition, it was
agreed that tasters of food should be offered to Nico when he was using his
standing frame.
9.209. On

1 November, when the SaLT was visiting another client at Barrantynes
she observed Nico “PEG feed set up and then carer observed using a syringe
to give …[Nico] oral water (about 5mls). … [Nico] appeared distressed,
clenched teeth and turned head away from carer. Also coughed a lot on the
small amount of water administered. SaLT asked carer who had authorised this
means of administration and he said the parents had asked for … [Nico] to
have oral water in this way as his mouth became dry. Explained to carer that
dry mouth linked to mouth breathing and good hydration via the PEG would
alleviate this. Asked carer not to give … [Nico] anything orally via a syringe and
explained why this would increase his risk of aspiration. Told carer to
document … [Nico’s] refusal and that … [Nico] should not be exposed to
treatment/management that made him uncomfortable/increased his risk”. The
SaLT discussed this with the Manager at Barrantynes and stressed that staff
should follow the SaLT recommendations. However, this method of giving Nico
water was recorded in his person-centred plan.
9.210. On

2 November the SaLT wrote a report for the commissioner of the care
package (Director of Social and Community Care at Oxfordshire County
Council) outlining the care that Nico was receiving. In relation to communication
she stated that Nico was non verbal and whilst a detailed file of symbols Nico
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used at Penhurst (communication file) were transferred with Nico to
Barrantynes, these were acknowledged to be difficult for carers in the new
placement to follow “… [Nico] has an expressive face and communicates
through vocalising and body movements, such as turning away”.
9.211. On

29 November 2011, the SaLT had a discussion with the
Physiotherapist about switch usage and it was stated in the record that the
SaLT Assistant was “not confident that he could use a switch with sufficient
consistency to benefit communication”. It was noted that this issue would be
reviewed by the SaLT Assistant when she returned from sick leave. There is no
record to say whether this happened.
9.212. The

Independent Investigation found further intensive interaction forms
completed by staff from 19 November to 10 December.
9.213. A

SaLT review of Nico was carried out on 31 January 2012 with one of his
carers at Barrantynes. This was done over the telephone and the conclusion
was to liaise further with a view to closing Nico’s case to SaLT intervention. It
was recorded:










“oral feeding going well; the most confident carers only feed him orally, at
dinner time, 2-3 spoonfuls and stop feeding immediately he coughs. She
could not say exactly how often he is coughing because she does not
usually work the dinner shift, but she has the impression it is about 50/50
Standing frame is being used once every day and going very well; …[Nico]
‘enjoys it’ and manages about half an hour
Switches: …[Nico] has 2 switches which he enjoys using but appears to do
this only to get a response from staff…does NOT appear to be using them
communicatively at all. Will smile for ‘yes’ and show a ‘no’ face or vomit if
feels very strongly against doing something (eg Spice)
Staff are now trying different options to Spice because … [Nico] clearly
dislikes balloons, wind and many other things used at the session. Instead
they are now taking him to Orad for a soft ball game (which he reportedly
loves) and Rebound Therapy (again, loves this)
…feels that the staff are comfortable with … [Nico] now and ‘know him much
better than before’.
Conclusion and Plan: Liaise with … re. feedback; with a view to close SLT
intervention at this time”.

9.214. A

risk assessment for oral feeding and aspiration was put in place in
March 2012.
9.215. In

evidence to the Coroner, the Barrantynes SaLT outlined that she had
liaised with the SaLT at Penhurst and carried out an ongoing assessment of
Nico’s communication and feeding support needs. The Penhurst SaLT “had
sent through a detailed file of symbols which … [Nico] had been encouraged to
use for communicating his needs and wishes using eye pointing. … [The
Penhurst SaLT] had advised that communication with… [Nico] via eye pointing
would take quite a bit of time to develop and she acknowledged that it would be
difficult for the carers at Barrantynes to establish communication with him
initially, until they began to know him better. I therefore noted in my report of 2
November 2011 that … [Nico] had an expressive face, and communicated by
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vocalising and through body movements, such as turning away if he did not
want something”. The Barrantynes SaLT described the speech and language
therapy input provided by adult services as less available (roughly once per
month) than that provided at Penhurst where he was seen three times a week.
She worked with staff at Barrantynes home around oral feeding for Nico and
she and the Physiotherapist had provided dysphagia awareness training for
staff and also made sure that any recommendations she made were shared
with staff at the time they were decided. She had recommended, following
observation of Nico receiving food orally, that he should be offered tasters of
food but only when he wanted it. If he screamed or turned his head away, then
staff should desist from offering food on that occasion.
9.216. By

January 2012 the SaLT noted that staff were comfortable in their
communication with Nico; he was using his standing frame nearly every day
and staff were offering him some food (no more than 6-8 teaspoons) everyday.
She stated that whilst the SaLT input could diminish, he would not be
discharged from the caseload.
9.217. However

in relation to oral feeding, a witness told the Independent
Investigation that Ian and Rosi liked Nico to have tasters of food but that one
day, when he was giving Nico some water, the SaLT had said “No way, you
shouldn’t be doing that in any way, shape or form. His [Nico’s] regime of fluids
and feed is all he needs and he will not get thirsty while he is having that’.
From that day, I didn’t ever give him anything again”. When asked if this
included food, the witness confirmed that it did and he had been clear that he
would not do it due to the professional advice given.

Conclusion
9.218. There

is national recognition that provision of therapy for adults with
complex needs is significantly less than that provided whilst the individual is a
child or in a specialist setting such as Penhurst. In the case of Nico, the
Physiotherapist and SaLT explained this point clearly to the Coroner. They
explained that SaLT input would have only been once per month (in general) to
an adult and the Physiotherapist outlined the need to weave movement and
stretching into all activities of daily living (in order to ensure it happened)
instead of specific professional physiotherapy input.
9.219. The

transition period for Nico from Penhurst to Barrantynes was very
short which gave limited scope for staff to undertake training and liaison with
Penhurst School therapy counterparts. Training therefore necessarily focused
on management and care of the mini button and PEG feed, and issues relating
to positioning for Nico. Managers at Barrantynes expressed some anxiety about
this to the social care staff in the North Oxfordshire Learning Disability Team
but confirmed just prior to transition, that “… [Nico] will be safe – and staff need
to build skills”.
9.220. However,

regardless of the amount of time available, Rosi Reed had
provided the Manager at Barrantynes with clear guidance as to how to care for
and communicate with her son. This should have formed the basis of any
approach the therapists and staff at Barrantynes took with Nico. It should be
noted that the guidance advocated by the family would not necessarily have
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taken more funded hours to deliver – instead it focused on approach and the
best way to provide care for Nico.
9.221. The

issue of oral feeding was one that had caused staff at Penhurst
anxiety. In the final transitional plan, written by the SaLT there, she had made
very clear that there were ongoing concerns about aspiration for Nico and that
he had to be comfortable and trust staff in order to eat effectively. Ian and Rosi
expressed the view that they wanted their son to take food and drink orally in
order to gain pleasure from this and be included in social occasions. This was
very clearly recorded in his person-centred plan.
9.222. The

SaLT made a decision to delay the start of oral feeding in order to
give time for Nico to get to know his carers and also for her to assess him.
Penhurst staff had stressed the importance of Nico having trust in the staff who
were feeding him. On assessment in March 2011, the SaLT could see that he
was inclined to choke and have difficulty clearing his mouth of the food. She
recognised the observed risk of penetration of the airway, and advised carers
not to persist if there were problems with the first spoonful. Ian and Rosi
expressed concern about this decision and were worried that Nico would lose
his swallow reflex. They also reported that they continued to successfully feed
him at home.
9.223. The

PEG feed provided all the nutrition that Nico required and oral
feeding was something that his parents wanted to continue for reasons of
sociability and pleasure. The SaLT put guidelines in place; she was aware of
the risks and had decided to allow Nico and individual members of staff to make
the decision about whether to attempt oral feeding or not. The Independent
Investigation concludes that this decision was reasonable given the
professional risk assessment and limited resource that the SaLT could put into
Barrantynes.
9.224. Where

there is a difference of opinion between staff and family about
aspects of care and risk and mental capacity is in question, staff should use the
Mental Capacity Act (2005) and Best Interests decision making framework.
The involvement of a trained Independent Mental Capacity Act advocate could
have supported this process and should have been considered in this case.
9.225. Penhurst

staff were very clear that Nico loved one-to-one interaction and
communication. Nico had been used to eye pointing as a means to make
choices in his daily life. He brought with him from Penhurst a communication
book, which was filled with symbols and it was reported that he could choose
between four symbols at a time. He could also use switches/large buttons to
support decision making, although staff at Penhurst recognised that this was
not always consistent. Nico was reported to require time, patience and limited
distraction in order to make his decisions known.

9.226. On

arrival at Barrantynes, it appears that staff decided that his
communication file containing details of symbols used and how to use them
were too complicated and so they did not use them. On reading through the
care records, it appears that staff guessed what Nico wanted on the basis of
whether he smiled when things were offered to him. On 19 January, the SaLT
trained staff to use eight basic signs when working with Nico and one other
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client at Barrantynes. From the care records, it is not clear whether this was
successful or not.
9.227. At Penhurst, staff were trained to use Intensive Interaction with Nico.
Staff at Barrantynes also used this technique but not in a consistent way. The
Independent Investigation reviewed records which document periods of time
when this was happening but there were significant gaps. Records show that at
each of the person-centred plan reviews for Nico in 2011 and 2012, staff asked
for more training on the approach. One of the witnesses to the Independent
Investigation stated he was very dubious about it because “he [the witness] was
not very good at it”.
9.228. The

result of the assessment of Nico’s switch use, by a SaLT assistant
who was new to him, was that he could not use these consistently and the
switches were therefore discounted as a method of communication. However, it
was known by staff within Barrantynes that it took a long time (months) for Nico
to be comfortable with someone sufficiently that he relaxed and this should
have been taken into consideration.

9.229. It

was clear that the staff did not know what to do about communication
and requested further support from the SaLT in November 2011, after Nico had
been at Barrantynes for a year.
9.230. The

staff at Barrantynes expressed the view that they could guess what
Nico liked and did not like. A witness from Barrantynes said that he knew Nico
did not want to go somewhere because of his relief when a carer made the
decision not to take him there “it was plain that he did not like it…I think he
knew where he was going”. This statement also implies that no-one had told
Nico where he was going.
9.231. This

failure to be allowed to communicate had an effect on Nico. A
witness, who had known Nico since he was 18, described the difference in him
between Penhurst and Barrantynes “He loved going to the swimming
pool…Then when I swam with him after he’d left (Penhurst)…No sparkle there
at all. He seemed very withdrawn. The staff that took him swimming didn’t
communicate with him; they didn’t give him any cues so everything was a big
shock to him what was happening”.
9.232. It

was the role of the SaLT to ensure that suitable arrangements were
made which allowed Nico to communicate with those around him. He had been
doing this effectively up to his transfer to Barrantynes and it is the conclusion of
the Independent Investigation that there was no reason why this could not have
continued. At Barrantynes, staff chose not to use his communication book and
relied entirely on his facial expression, supported by the SaLT. His parents
advocated on his behalf but this was not enough, or entirely appropriate, given
he was 21 years of age.
9.233. The

inability to have a clear voice must have been extremely distressing
for Nico who was a young man reported by many as someone who loved to
communicate. At the end of his life, he was described by his parents as very
sad and reluctant to return to Barrantynes after weekends at home or holidays.
There is no doubt from the records and the witness interviews that staff at
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Barrantynes enjoyed caring for Nico. However because they did not build on
the expertise developed at Penhurst to effectively communicate with Nico, it
meant that he could not fully participate and make choices around his day to
day living.


Contributory Factor 5. It is evident that Nico’s communication needs
were not addressed appropriately. This meant that Nico’s quality of
life, safety and general wellbeing were compromised



Contributory Factor 6. It was evident that there was disagreement
between professionals, carers and Nico’s parents in relation to oral
feeding and fluids. This does not appear to have been resolved and in
order to maintain Nico’s safety and wellbeing a Best Interests decision
should have been considered.

Transition
Context

People: A New Strategy for Learning Disability for the 21st
Century (2001), published by the Government, introduced an imperative for
services working with disabled young people in transition to introduce person
centred approaches to the way that they work. It identified person-centred
planning as being a tool to help this to happen and stated that services should
use person-centred approaches to planning for everyone in need of services.
9.234. Valuing

9.235. In

2007, a further document was published (by the Department for
Children, Schools and Families along with the Department of Health, The
Council for Disabled Children and The National Children’s Bureau) which built
on the Valuing People document (2001). This document was intended as a
good practice guide on the roles, responsibilities and duties for all service
providers working with disabled young people, including those with complex
health needs, through transition to adulthood.
9.236. The

document makes clear that the key to getting transition right is to
have a “clear, strategic, multi-agency, agreed protocol on how local services
work to meet the needs of disabled young people in their transition”. The
responsibility for co-ordinating the development of the protocol rested with the
Local Authority. The importance of a transition pathway was emphasised and
the need to ensure that each individual had a transition plan which had been
developed ensuring:







the person was at the centre;
family members and friends are partners in planning;
the plan reflects what is important to the person (now or for the future), their
capabilities, and what support they require;
the plan helps build the person’s place in the community and helps the
community to welcome them “it reflects what is possible, not just what is
available”;
the plan results in ongoing listening, learning and action which “helps the
person to achieve what they want out of life”.
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9.237. In

June 2014, the Care Quality Commission published From the Pond into
the Sea. This report was based on interviews with 180 young people with
complex needs and their families and focused on their experience of transition.
It found that the “transition process is variable and that previous good practice
guidance had not always been implemented”. The document highlighted that
often professionals were not clear about the process of transition and half of the
young people interviewed did not have a lead professional to guide them
through the transition process. The report recommended that commissioners
must listen to and learn from young people and families, that existing good
practice guidance must be followed, that the GP should be involved at an
earlier stage in planning for transition and that adolescence should be
recognised across the health service as an important developmental phase.
The Care Quality Commission committed to ensuring that their inspection
models would look explicitly at transition in addition to how providers used the
Mental Capacity Act 2005 to support their processes.

9.238. Oxfordshire

County Council and NHS Oxfordshire produced The Big Plan:
Making a Difference for Adults with Learning Disabilities 2012-2015 which
described how these two organisations would use resources to support adults
with learning disability, including those with more complex needs. The Big Plan
was driven by national policy (laid out above) and stressed the importance of
rights, independence, inclusion, choice and control, and personalisation “Within
adult social care, the last three years have seen a major shift in the way
services are delivered, moving away from the provision of ‘ready-made’
services to a self-directed support model whereby vulnerable people are offered
a personal budget so that they can be in charge and make choices about how
their needs are met”.

Findings
9.239. At

the beginning of January 2010 Nico was 20 years old and living in an
adult placement in Redwood House at Penhurst School. The Oxfordshire
County Council Learning Disability Team were considering Nico’s transition to a
new adult placement and were looking for possible supported living homes.
They had identified a house that might be suitable called Millers Yard (Windmill
Drive) and noted that this had been discussed at a Resource Allocation meeting
and the allocation for his care was £1600-£1900 per week. At this point
Redwood House was costing £2307 per week.
9.240. On

11 February 2010 the Care Manager tried to leave an email message
for Ian and Rosi but noted their mailbox was full so was unable to do so. The
Team Manager wrote a letter to Ian and Rosi outlining that it was in Nico’s best
interests to move on from his Penhurst placement. Penhurst had said they
would keep him there but wanted significantly more money. The letter
suggested that Millers Yard in Oxford would meet Nico’s needs within the
funding available. The letter stated that a Best Interest meeting had been set up
for 23 July 2010. A member of staff “has attempted to contact you on several
occasions to agree a date. We would strongly recommend that you attend to
have input into the decision we reach”.
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9.241. At

this time, Ian and Rosi were hopeful that Nico could stay longer at
Penhurst School and had understood from his previous annual review that
social services had agreed to continue his funding to August 2011. No
evidence of this agreement could be found in the records. The family had been
thinking about what was possible for Nico and had written to a friend, who
worked within the ‘Valuing People’ Team at the Department of Health, to
discuss some options. Rosi Reed wanted to rent an accessible housing
association property and was hopeful that Nico could live there with two or
three other ex-students from Penhurst. She highlighted that she had spoken to
the other parents and they had expressed interest in this plan. In addition, Rosi
Reed had considered that she might be able to access some of the facilities at
Penhurst for use by her son and the other tenants.

10.242. Rosi

Reed had been contacted by the Care Manager within the
Commissioning and Contract Team who worked with the Learning Disability
Service regarding a placement for Nico. The letter stated that they needed to
talk about a placement for when Nico left Penhurst “later this year”.
9.243. In

March 2010, records note a joint visit was made to Nico at Penhurst
School by the Occupational Therapist and the Learning Disability Community
Connections Team. The Millers Yard placement was discussed and Nico had
been nominated for a place. Ian and Rosi agreed to explore this as an option
for him when he left school but stated “it is unclear when this might be”.
9.244. In

April 2010, the Care Manager from the Learning Disability Team
undertook a FACE Overview Assessment with Nico and his family 18. The
majority of his needs were noted as critical, with relationships assessed as
substantial.

9.245. On 14 June, the North Oxfordshire Learning Disability Team Care
Manager wrote to Ian and Rosi and stated that the Team had been trying to
contact them to discuss a future placement for Nico, including Millers Yard
(known at this point at Windmill House). The family were requested to make
contact as soon as possible to discuss Nico’s future.
9.246. In

addition, the Learning Disability Community Connections Team made a
record of a letter sent to Nico’s parents inviting them to view Millers Yard on 29
June at 3.30pm. Rosi Reed responded to this letter to say that the family could
not attend on 29 June and the Team offered two other dates. Ian and Rosi
visited Millers Yard on 16 July and were shown around the facility. They
reported concerns about how the facility was set up; a house split into two
dwellings, one to provide supported living and one to provide housing for
vulnerable, able-bodied young people.

9.247. On

12 July, the Care Manager from the North Oxfordshire Learning
Disability Team made a telephone call to Penhurst School and spoke to the
Principal and requested costs for Nico from September 2010. The Principal
agreed to send the information to the Care Manager. The Care Manager also

18 The FACE Overview Assessment is a holistic assessment of the health and social care needs of adults with learning
disability who are over the age of 18.
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informed the Principal about the Best Interests Meeting planned for 23 July
2010.
9.248. The Best Interests meeting took place on 23 July and Ian and Rosi were
present. The records of the meeting show that the outcome was that the cost of
provision at Penhurst was beyond the resources available to Nico and the
decision of the meeting was that a placement at Millers Yard would be the most
appropriate arrangement “in the short term”. It was agreed that the transition
would take place on 30 November 2010 and that an application would be made
for funding to support Nico at Penhurst School until the transition was made.
9.249. On

30 July, a funding application was made. The funding panel was held
on 2 August and it was recorded that the outcome was funding for Penhurst
School would remain available until 30 November. A handwritten note was
added to the agreement which stated “Need a robust transition plan with
family”. Fair Access to Care Eligibility was noted as critical.

9.250. On

2 September an email was sent by Rosi Reed to the Area ManagerOxford for Dimensions, the company who ran Millers Yard supported living
home. The email stated that Rosi Reed had just received a read receipt that an
email sent to the Area Manager on 23 August from her, had been deleted
without having been read. Rosi Reed had been trying to set up a meeting to
discuss Millers Yard and the package of care that would be in place for Nico.
She acknowledged that there had been a considerable delay since 23 July
when this action had been agreed at the Best Interests Meeting but offered 23
or 29 September as dates for a meeting. The Area Manager responded
immediately and apologised as the email had been deleted in error and 23
September was agreed as the date to meet at Nico’s parents’ house
9.251. On

8 September Rosi Reed responded to the Area Manager from
Dimensions to say that she was no longer available on 23 September and
offered some other dates. She clarified that the primary reason for the meeting
was to discuss the details and costs of the provision of care at Millers Yard. The
meeting was held on 24 September at the home of Ian and Rosi.
9.252. On

22 September the North Oxfordshire Learning Disability Team wrote
to Penhurst School to confirm eight weeks notice for Nico’s residential
placement.

9.253. Care

Manager Case Notes (redacted) noted an email from Nico’s Mother
to say that she had arranged an assessment of Nico by Dimensions on
Tuesday 5 October at Penhurst, so that they could meet all those who provide
his care.

9.254. On

29 September the Senior Practitioner from the North Oxfordshire
Learning Disability Team sent an email to Rosi Reed. The email explained that
they had tried to contact Rosi Reed by telephone but had been unable to leave
a message and asked that she contact the department “I have spoken to my
team leader regarding extra funding till after Christmas, and this is not a option
that we can consider. Also I have sent a letter to Penhurst with … [Nico’s]
leaving date as November 30th, this was needed due to the length of notice we
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need to give providers. The minutes of the Best Interests meeting have been
sent out and we are meeting to complete a transition plan on 15th October”.
9.255. Nico

was assessed by Dimensions on 5 and 12 October in order to
establish need and suitability for Millers Yard. Ian and Rosi reported to the
Independent Investigation that they highlighted their concerns to the
Dimensions Manager who had expressed no knowledge of the fact that Nico
was a wheelchair, had a PEG feed in place or had problems with vomiting. The
Dimensions staff were reported to say that there would be no room for Nico’s
wheelchair at Millers Yard and it appeared that there was no-one else with
similar needs in this placement. On 14 October Ian and Rosi attended Millers
Yard again and met with the Dimensions Manager. The family reported that the
Manager had said that the unit was not suitable for Nico and that therapies
which Nico required would have to be accessed outside of the unit. However,
the final Dimensions assessment document was not reflective of this discussion
and whilst raising some concerns, offered a placement for Nico. The summary
stated “I feel it is very important for …[Nico] to have a long transition preferably
2-3 months, so he can visit Millers Yard, and spend time here as well as the
support team getting to know him and him complex health needs”.
9.256. A

meeting took place with Ian and Rosi Reed on 15 October to discuss
Nico’s transition progress. Also present were the Senior Practitioner and
Transition Manager from the North Oxfordshire Learning Disability Team and
an advocate for the family. It was recorded by the Senior Practitioner that a
number of things were discussed “MCA (Mental Capacity Act) …asked if this
was done legally – Yes. Millars [sic] Yard - …[Rosi Reed] stated that after
speaking with …[the Manager] Dimensions were saying that …[Nico] is not
suitable for Millers Yard, that he would be isolated, that they cannot meet his
needs and that they have concerns. I need to discuss with … [The Manager at
Dimensions] first. SDS - …wanted to know why they haven’t been allocated a
broker – I am brokering for … [Nico] (capacity/complexity issues). Living at
home - … [Ian and Rosi] wanted to know what we could do to support them to
have … [Nico] at home. I will discuss with OT and let them know”. In addition,
Ian and Rosi reported to the Independent Investigation that they were asked to
identify a more suitable placement for Nico if they did not think Millers Yard
would be suitable and were provided with no support to do this. They were also
unhappy with the choice of the Senior Practitioner as the self-directed support
broker as they wanted someone independent but were given no choice.

9.257. A

member of staff from the North Oxfordshire Learning Disability was
asked to speak to the Manager from Dimensions who had undertaken the
assessment in response to concerns that Rosi Reed had raised about the
suitability of Millers Yard for Nico. The Care Manager recorded that the
Manager “has not said the issues that … [Rosi Reed] suggested. There are
some concerns relating to training and transition period. Although this can be
addressed by ensuring that training is identified ASAP. Compatibility – will …
[Nico] fit in? No one knows until he has the chance to see/visit/meet the other
people in Millers Yard, although it is now getting on (in relation to time
frames)…would like another month for transition, however I have explained that
this would only be in exceptional circumstances”.
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9.258. On

23 October a referral was made from the Care Manager within the
North Oxfordshire Learning Disability Team to the Physiotherapy Department to
request advice around Nico’s move from Penhurst.
9.259. On

25 October an email was sent from the Senior Practitioner at the North
Oxfordshire Learning Disability Team to Rosi Reed. The email stated that, in
response to her request, the team had been unable to meet with the Manager
from Dimensions as she had gone on holiday “although after discussing the
concerns with her it is felt that … [Nico] could be supported well at Millers Yard,
within his budget”. The team had been in contact with Penhurst to arrange
training for the Dimensions staff although dates were still to be arranged. In
relation to Rosi Reed’s query about looking after Nico at home, the Senior
Practitioner confirmed that the OT’s could only offer, after assessments,
temporary equipment because the family house was on the market. No
adaptations could be made. She concluded “The only other option at present
(within timeframes) is residential care which could be organised soon however
we need to have a decision by our next meeting”.

9.260. The

Team Manager from the North Oxfordshire Learning Disability Team
sent an email to Ian and Rosi on 29 October. The letter highlighted that Ian and
Rosi had been unable to attend a meeting on the 27 October 2010 which had
been held to continue to plan Nico’s transition to a new placement from
Penhurst School. This was in line with the agreement at the Best Interests
meeting held in July 2010. Dimensions had confirmed that they were able to
support Nico within the resource allocation agreed and were ready to begin the
work to get to know Nico. The Team Manager asked Ian and Rosi to explain to
Nico about the move by 3 November 2010. The Team Manager also confirmed
that the Care Manager was working on finding other providers as requested by
Ian and Rosi and had the information they had asked for in addition to
information about support available should Nico go home. The letter confirmed
that “So that we are clear in respect of … [Nico’s] placement at Penhurst; …
[Nico] is living in an adult residential unit. His education placement finished in
2008, when he transitioned from education and his statement ended, he
transferred to a residential placement chosen by yourselves. …[Nico’s] move
will be from a residential placement to his new home…We really want the
opportunity to discuss all of these issues with you and facilitate a safe and
successful move for …[Nico]”.

9.261. Rosi

Reed provided the Independent Investigation with a number of
emails sent between the family and the Team Manager, the Transitions Care
Manager and the Senior Practitioner (who was acting as broker) from this time.
Unfortunately, the records sent to the Investigation Team were redacted and
the dates were missing. These emails refer to the meeting that was held on 15
October between Ian and Rosi, the Transitions Care Manager and the Senior
Practitioner and the concerns that the family had about Millers Yard. These
concerns were:
1. Nico’s compatibility with others at Millers Yard.
2. Assurance that the resource allocation included six hours per day of one-toone time to cover suitable activities as per Nico’s FACE assessment and
person centred plan.
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3. Too short an amount of time for transition and Dimensions stating that they
wanted more time.
4. Risk associated with over-rapid transition.
5. The query as to why Nico’s need for work was described as moderate in his
FACE assessment.
6. Ian and Rosi had asked for a broker to help them turn the FACE
assessment and person-centred plan into a self-directed support plan.
9.262. The Transitions Care Manager responded to Ian and Rosi’s concerns.
Answering each of the points “compatibility – there is no evidence to suggest
that Nico is not compatible with the other service users at Millers Yard and we
have been assured that there is sufficient 1-1 staff time as well as opportunities
to share staff support with other service users, the personal budget reflects 6
hours 1-1 support per day and Dimensions had agreed they can meet this
need”. Millers Yard was first identified as a potential placement in March 2010
when Nico’s parents met with the Care Manager from the Learning Disability
Commissioning and Contracts Team and the personal budget was agreed. The
Team had been trying to plan and discuss with Ian and Rosi since that date.
The deadline was 30 November 2010. Dimensions had not given any feedback
that Nico could not move to Millers Yard because of the timeframe. The Senior
Practitioner had been acting as a broker and due to the complexity of the case
would continue with this arrangement. Once Nico was settled, a broker referral
for future plans would be considered. The Transitions Care Manager reiterated
that he was keen to meet with Ian and Rosi and had tried to telephone and
leave a message, but the answerphone was full. Ian and Rosi were offered 9 or
12 November as potential meeting dates.
9.263. The

Transitions Care Manager wrote to Action for Children, who ran
Penhurst School and copied it to the Area Manager from Dimensions on 29
October. The email related to Nico’s care handover and it described how the
transition plan might be delivered and who would be responsible for the
elements of the plan. The particular issues highlighted were management of the
PEG system; general feeding; moving and handling; personal care; medication,
and equipment needs. He asked if the general handover could be done in a
series of shorter sessions.
9.264. A further email was sent to Penhurst School from Dimensions requesting
dates for the staff from Millers Yard to work alongside staff at Penhurst to
ensure continuity for Nico’s support. In addition it was stated that the Manager
from Millers Yard was starting to work on a support and activity plan for Nico
and he would like a copy of the one Penhurst staff currently worked to. In
addition, it was noted that the Learning Disability Team had left two messages
for the Head of Care at Penhurst to contact them in order to arrange training for
the Dimensions staff.
9.265. It

was noted on 9 November that Ian and Rosi visited Barrantynes for the
first time and met the Manager. Dates for Dimensions staff training were
confirmed and the Nuffield Hospital would provide PEG training.
9.266. On

10 November the North Oxfordshire Learning Disability Team received
an email from Rosi Reed. The email said that one of Rosi Reed’s friends used
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to work for Ridgeway Partnership and had told her a few days previously that a
recent nomination for Barrantynes had fallen through and they were looking for
a new resident. Ian and Rosi stated they had serious doubts about Nico fitting
in at Millers Yard and had been looking for alternatives. They had visited the
parents at Barrantynes and believed Nico would be a perfect fit “Clearly this is
of great interest to us as it’s in county (it takes us 5 minutes less to get there
than to Millers Yard), the staff would need less training to be able to support
and care for …[Nico], he would be a perfect fit with the others – all young
people with similar types of pmld, living together in the kind of quiet and homely
environment we want for him”.
9.267. Ian

Rosi wrote to Social and Community Services and copied the
Community Services Manager at Ridgeway Partnership, to request a possible
placement for Nico at Barrantynes. They said “Social Services told us in July
that his funding was being cut and he’d have to leave Penhurst by 30
November. They want to place him in Headington, in a new build development
called Millers Yard. The care provider there are Dimensions and we’ve been
impressed by them. However when they assessed … [Nico] they felt that there
were serious reasons why Millers Yard wasn’t suitable for … [Nico]. He would
be the young man there with pmld, the only one who is totally wheelchair
dependent, the only one who can’t vocalise and the only one fed by
gastro/peg”. The email went on to request a nomination to Barrantynes.
9.268. On 12 November Rosi Reed sent an email to the North Oxfordshire
Learning Disability Team regarding a meeting planned for 12 November 2010.
The email confirmed that Ian Reed could not attend and she was not happy to
come alone. She offered four further dates between 16 and 19 November. In
addition the Care Services Manager for the Ridgeway Partnership emailed Rosi
Reed to confirm that Nico could be nominated for a place at Barrantynes as a
priority. Rosi Reed confirmed that the Manager at Barrantynes would liaise with
the family to discuss Nico’s transition plan. She confirmed that “… [Nico] needs
to leave Penhurst by the end of November. I am not aware if there will be any
flex in this deadline? If we do need to work to this deadline then we will do our
absolute best to ensure that the transition for … [Nico] goes smoothly even with
such a short timescale to work with”.
9.269. On

the same date Rosi Reed sent an email to the Team Manager at the
North Oxfordshire Learning Disability Team “We fully realise that you are keen
that … [Nico] leaves Penhurst on 30 November. But this cannot be regardless
of whether or not his care and support plans are in place, his funding agreed, a
number of successful visits have been made to Barrantynes and all
assessments/training carried out. … [Nico’s] health, safety and wellbeing are of
paramount importance and if that means he needs to have his transition
extended by one or two weeks we would very much prefer this”.
9.270. Ridgeway Partnership contacted the Care Management Team by
telephone “… [Nico’s] budget is £1600 per week and needs between 6-10 hrs
1:1 per day and a shared waking night. … [Ridgeway] is confident they can
meet this need within budget, however she will confirm with me on Monday.
Agreed move in date of November 30th”.
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9.271. The

Senior Practitioner wrote to Rosi Reed and outlined that Ridgeway
Partnership had confirmed that they could arrange training in time for 30
November when Nico was due to move from Penhurst so that he could transfer
to Barrantynes. The email also highlighted actions required by both the family
and the Learning Disability Team to make the move happen.
9.272. The

North Oxfordshire Learning Disability Team confirmed with
Dimensions that Nico was pursuing the placement at Barrantynes

9.273. The

Senior Practitioner wrote to Rosi Reed to offer a meeting date of 16
November. The family reported that this meeting went ahead and they
requested that the transition between Penhurst and Barrantynes was delayed
until after Christmas to give more time for staff training.

9.274. On

17 November Ian and Rosi took Nico to visit Barrantynes for the first
time and on 18 November a meeting was held between Ian and Rosi, the
Manager at Barrantynes and the Care Services Manager for Ridgeway
Partnership to discuss the transition. Rosi Reed provided them with notes which
described Nico and how to care for him including his communication needs; the
notes were designed to ensure a good transition. Ian and Rosi were supported
at the meeting by an advocate for the family; they told the Independent
Investigation that they left the meeting under the impression that there would be
sufficient funding in Nico’s personal budget to deliver the transition plan.

9.275. Training

on the care of the mini button and gastrostomy feeding was
attended by staff from Barrantynes on 19 and 23 November. The Care Manager
from the North Oxfordshire Learning Disability Team confirmed with the
Manager at Barrantynes that the staff were prepared for Nico’s transition to
them “I have spoken with … [a member of staff] at the house (Barrantynes).
Overall – he is indicating that peg feeding, positioning issues, general feeding
are in hand. He acknowledges that there is some anxiety amongst staff with the
peg. But overall is confident that … [Nico] will be safe – and staff need to build
skills”.

9.276. Nico

was transferred to Barrantynes and arrived at 5pm on 30 November
2010. On arrival, it was clear that a number of pieces of equipment were not in
place and an assessment on 1 December 2010, noted Nico was placed at risk
as a result. Temporary measures were put in place to reduce this risk better
ensure his safety. The equipment required was not in place until April 2010,
when the standing frame was made available to Nico.

Conclusions
9.277. The

Independent Investigation concludes that Nico’s transition was far
from ideal.

Communication with the Family
9.278. Extant national policy made it clear that individuals and their families
should be supported to communicate their wishes and needs in order for a
person-centred approach to be taken during transition (Valuing People). It
would appear that commissioners found consistent and effective
communication with Ian and Rosi was difficult to maintain during the months
prior to Nico’s move to Barrantynes. This was probably in no small part due to
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the fact Nico’s parents had hoped that their son would be able to stay at
Penhurst until August 2011 and were hoping to maintain the status quo. It was
evident that neither email nor telephone communication facilitated timely
interaction. It was also evident that postal communication also failed to bring
about a timely response from the family. In the months prior to Nico’s final
transition date, services were unable to engage appropriately with Ian and Rosi
– however work still had to go ahead in order to find a suitable placement for
him that could be funded within his personal budget allocation. The difficulties in
contacting Ian and Rosi were significant and the Independent Investigation was
told that this lack of easy two-way engagement with a family was
unprecedented in such a situation and highly problematic.
Transition Planning
of the difficulties in maintaining contact with Ian and Rosi
during the transition period care staff and commissioners still had to negotiate
and plan for a new placement. During this time the family was also slow to
engage when working with provider services, for example, Rosi Reed took time
to contact Dimensions – she knew on 23 July it was necessary to act quickly
but contacted them one month later – and in the event did not meet with them
until the end of September.

9.279. Regardless

9.280. It

was evident that Ian and Rosi were not fully ‘on board’ with the formal
transition plan and that they continued to liaise within their own network to find
an alternative placement for their son. On 11 November 2010 Rosi Reed found
an alternative at Barrantynes; this was at a time when everyone had been
working towards Millers Yard.
9.281. That being said, Barrantynes did appear to be a ‘better fit’ for Nico.
However the 30 November 2010 deadline meant Nico transferred without all of
his equipment in place and with staff training needs largely unmet.
9.282. At

this stage Nico’s placement at Penhurst had already been extended by
four months with the additional costs being borne by the Local Authority. It is
evident that Nico’s transition was rushed and that key equipment and safety
considerations had not been properly worked through. The Independent
Investigation concludes that commissioners had tried to ensure a safe and
appropriate transition and had tried to engage with both Ian and Rosi to achieve
the best outcome for Nico. However this was in effect disrupted by Rosi Reed
finding a last minute placement at Barrantynes. The Independent Investigation
understands that the Barrantynes placement was a ‘better fit’ than Millers Yard
– however Nico was a vulnerable young adult who transferred in a rushed and
unsafe manner.
9.283. It

is regrettable that commissioners and Ian and Rosi could not have
worked together at this stage as it is evident that whilst the long-term benefit of
moving to Barrantynes was apparent the short-term benefit was not. The
Independent Investigation is aware that any delay could have led to Nico losing
his place at Barrantynes and that swift decisions were required. However these
should not have been made at the expense of Nico’s health, safety and
wellbeing. Nico’s placement at Penhurst could either have been funded for few
months longer to ensure the transition was managed safely, or he could have
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been transferred in the short-term to Millers Yard until Barrantynes was ready to
accept him (because the assessment process was already in train for this
placement). Neither of these options were ideal – however a person-centred
approach should have been taken and Nico’s wellbeing should have been
paramount.
9.284. In

the event Nico’s transition was rushed and this placed stress upon him,
his parents and the staff at Barrantynes. It would also appear that the issues
that were ‘displaced’ by the rushed transfer were never seemingly put right and
Nico’s transition from Penhurst to Barrantynes left deficiencies in the approach
that was taken in the months and years that followed.


Contributory Factor 7. Nico was subject to a rushed and unsatisfactory
transition process which left unresolved issues that impacted upon his
health, safety and wellbeing in the months and years that followed.

Assessment, Commissioning and Funding
Context
9.285. There

is some necessary overlap between the Transitions section above
and the information contained within this section of the report.
9.286. The

policy context for learning disability commissioning in 2010 was
significant. In March 2007 Death by Indifference had been published by
Mencap which looked in detail at the deaths of six people with a learning
disability (including one person with a profound and multiple learning disability)
who had died whilst in receipt of NHS care. The Parliamentary and Health
Ombudsman launched an Inquiry, Six Lives in response to this.
9.287. In

December 2007, the government published Putting People First. This
described a shared vision and commitment to the transformation of adult social
care and outlined the move to a more personalised system care and a focus on
transformation of the market in order to ensure that Local Authorities could buy
the care they required for people who had social care needs. This was a
particular issue for those with complex needs and a learning disability, where
the market at that time, was dictating both service provision and cost.
Putting People First aimed to ensure that person-centred planning and selfdirected support became mainstream and personal budgets were to become
the common experience for everyone eligible for publicly funded adult social
care.
9.288. In January 2009 Valuing People Now: a new three-year strategy for
people with learning disabilities was published by the government and built on
the previous publication Valuing People (2001). Both documents were based on
the four principles of rights, independent living, control and inclusion. The
foreword stated “Valuing People Now sets a challenge for public services and
everyone who works with people with learning disabilities to take an approach
which starts with each individual, their wishes, aspirations and needs, and
which seeks to give them control and choice over the support they need and
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the lives they lead”. This included those with the most complex needs, who also
required their needs to be “met in creative and personalised ways”.
In 2010, two key documents were published that had a significant impact
on commissioning for learning disability services:

9.289.

1. The white paper for health Equity and Excellence: Liberating the NHS set
out large-scale changes to the way that health services were to be
commissioned. Clinical Commissioning Groups, led by clinical staff, would
take charge of commissioning for the local population, including for those
with profound and multiple learning disabilities.
2. Raising Our Sights, written by Professor Jim Mansell and supported by
Mencap, was commissioned as part of the Valuing People Now work and
focused on a review of services for adults with profound intellectual and
multiple disabilities. It sought to provide recommendations for
commissioners and policy makers.
9.290. Raising

our Sights described a good service as one that was
individualised and person centred, treated the family as expert, focused on
quality of staff relationships with the disabled person, sustained the package of
care and was cost-effective. It outlined a number of recommendations to
improve commissioning of services for people with profound intellectual and
multiple disabilities. Mencap produced a series of guides for both providers and
Commissioners which covered the recommendations from the document. For
commissioners, the areas covered were:











advocacy;
communication;
health;
clinical procedures;
housing;
personalisation;
support for families;
training the workforce;
what people do throughout the day; and
wheelchairs.

9.291. In relation to personalisation of budgets and following on from Putting
People First, Oxfordshire County Council produced a Policy for the Operation of
Personal Budgets for Adult Social Care (September 2010). The document
outlined the eligibility criteria for all people who sought support from adult social
care through the national Fair Access to Care Services (FACS) guidance.
Factors such as age, gender, race, disability, living arrangements and location
“should play no part in deciding an adult’s eligibility to care services”.
9.292. The

policy described the Resource Allocation System (RAS) which was a
formula, based on level of need, which calculated what each personal budget
should consist of. The formula used the information in the FACE Overview
Assessment and calculated the budget based on physical health, disabilities
and wellbeing, need for support in managing personal care and day to day
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living, relationships with family and friends, involvement in the community, and
with work and risk/safety. In Oxfordshire, the County Council were working in
partnership with FACE to develop the RAS.
9.293. The

Department of Health guidance in relation to the RAS stated clearly
“that any budget calculated by a RAS was indicative. If someone can
demonstrate that they cannot meet their eligible needs with that amount, it will
need to be increased to rectify this”.
9.294. The personal, or individual, budget that results from the RAS could be
used to purchase residential or nursing care “However, due to a number of
legal and practical considerations, the way they will operate will be slightly
different…Councils cannot currently legally make direct payments to people to
pay for residential care. Therefore anyone using their personal budget for
residential care will need to have the service arranged through the council”.
9.295. The

Oxfordshire Policy stated that “Every personal budget, once agreed,
will start on a specific date. Although there may be exceptions, the general
principle will be that this will be the point at which the services specified in the
support plan are in place. If there is any delay in implementing a personal
budget, people with critical needs (as defined by the FACS criteria) will be able
to receive temporary or emergency services”.
9.296. The

NHS choices website (www.nhs.uk) describes a care and support
plan as a document that sets out how an individual’s care and support needs
will be met on the basis of an assessment by social services. There is an
expectation that people should be involved fully in the preparation of their care
plan and it should set out their needs, to what extent those needs meet the
eligibility criteria, the needs that the Local Authority are going to meet (and how
it intends to do it), and the personal budget (and how this will be spent). The
care and support plan should “help you to live independently, have as much
control over your life as possible, participate in society on an equal level, with
access to employment and a family life, have the best possible quality of life,
keep as much dignity and respect as possible”. It also states “It’s worth
remembering that if there are different options that would meet your assessed
needs equally well, the Local Authority can choose what it believes are the
most cost-effective options”.

Findings
9.297. During

his time at Penhurst School, Nico received regular assessments
from the staff who provided his care and treatment and reviews from the Social
Care Team. This placement was funded initially by the London Borough of
Brent following a Special Educational Needs Tribunal decision in January 1996,
and then by Oxfordshire Local Education Special Needs Assessment Service
from 2004.

9.298. In

September 2004, due to the cost of Penhurst School, Oxfordshire
County Council asked the Connexions service to pursue a Learning and Skills
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Council funded placement for Nico 19. The intention was to end the Penhurst
placement with a view to Nico attending a local college and living at home.
9.299 Whilst

Oxford and Cherwell College assessed Nico in early 2005 and
stated that they could provide for his educational needs, it became clear that
they could not provide the therapy support that Nico would require. In addition it
was clear, following a carer’s assessment from social services, that Rosi Reed
could not manage Nico on her own at home; Rosi Reed was in a rented house
which was unsuitable for adaptation. The local Primary Care Trust, Oxford City,
had also confirmed that they would not be contributing financially to a package
of care should Nico move back to live at home.

9.300. However,

on 10 March 2005, a letter from the Local Education Authority
to Rosi Reed notified her of the intention to cease Nico’s Statement. Rosi Reed
appealed against the Oxfordshire County Council decision to cease to maintain
the Statement of Special Education Needs on 4 May, and on 18 May, it was
agreed by Oxfordshire County Council, that funding would be made available
for Nico to remain at Penhurst School to the age of 19.

9.301. In

March 2008 the Oxfordshire County Council Adult Learning Disability
Team met with Ian and Rosi to discuss possible care providers for Nico when
his placement ended in July 2008 as he was about to become 19. Ian and Rosi
agreed to consider providers but were clear that they wanted Nico to remain at
Penhurst School in the House set aside for young adults (Redwood).

9.302. In

the period between April and July 2008, Ian and Rosi met with the
Learning Disability Team and there were a series of emails and letters sent
trying to find a way forward and establish where Nico was going to live at the
end of the placement at Penhurst. The family were clear that they would like
another educational placement if Penhurst was not possible. They highlighted
that Nico was able to express his wishes and “He has very clearly expressed
that his choice is to attend Redwood House”.
9.303. In

July 2008 an internal Oxfordshire County Council email made clear that
Penhurst School was not prepared to provide care for Nico under the “approved
costing model”. Whilst staff continued to negotiate with Penhurst, they were
forced to pursue other placement possibilities within Oxfordshire County
Council’s Best Value Framework.
9.304. On

25 July 2008, five days before Nico’s placement ended, Penhurst
confirmed that they would accept Nico at a cost that met the Oxfordshire
County Council Best Value Framework. Nico returned to Penhurst School on 4
August 2008.

9.305. On

14 August 2008 a Spot Placement Contract was put in place by
Oxfordshire County Council with Penhurst School for one year, up to 31 July
2009. The cost was confirmed as £2,307.69 per week and it was funded two
thirds from the Learning Disability Team budget and one third from the Local
19 Connexions was a UK government information, advice, guidance and support service for young people aged
thirteen to nineteen (up to age 25 for young people with learning difficulties and/or disabilities), created in 2000 following
the Learning and Skills Act. A new National Careers Service was established in April 2012 which replaced the
Connexions service
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Education Authority. A further Spot Placement Contract was put in place on 30
April 2009, again for £2,307.69 per week which ran up until 1 August 2010.
9.306. In

2009 the family reported to the Independent Investigation that two
meetings were held to discuss future commissioning arrangements. The first
was with a representative from health who took them through continuing health
care. The second was with Nico’s Care Manager at which personal budgets
were discussed. At this meeting, the family stated that the Care Manager had
advised against an application for Continuing Health Care funding as
commissioning arrangement would not cover education, hobbies or leisure
activities. Ian and Rosi reported that they knew these things to be important to
Nico and therefore decided to go for a personal budget through self-directed
support (SDS) instead. The Independent Investigation did not receive minutes
from these meetings and cannot therefore comment further.
9.307. On

3 November 2009, Nico underwent a Social Services review at
Penhurst School. In early January 2010 the Learning Disability Community
Connection Team records noted that Nico’s nomination for Millers Yard had
been discussed at a RAS (Resource Allocation System) meeting and he had
been given a RAS allocation of £1,600-£1,900 per week for his support.

9.308. On

11 February 2010 the social services Care Manager recorded that the
Team could not leave a telephone message for Ian and Rosi because their
mailbox was full, making communication difficult. This happened again on 8
June, 21 June, 7 July, 9 July, 29 September and 12 November.

9.309. On

25 February 2010, the social service Team Manager sent a letter to
Ian and Rosi outlining that it was in Nico’s best interests to move on from
Penhurst.
9.310. On

9 April a meeting was held between the Senior Practitioner from the
Learning Disability Team and Ian and Rosi to discuss Nico’s future and
complete the FACE Overview Assessment. Rosi Reed told the Independent
Investigation that she had understood previously from this member of staff that
Nico was to be funded at Penhurst until 2011 so it was a surprise when she
discovered it was, in fact, only until 2010. A witness to the Independent
Investigation confirmed that all staff had received training to undertake FACE
assessments.
9.311. In

June 2010 the North Oxfordshire Learning Disability Team
endeavoured to contact Ian and Rosi to discuss the possibility of a placement at
a new service called Millers Yard but it was difficult to find a suitable date when
they could visit this provider.
9.312. In

discussion with the North Oxfordshire Learning Disability Team Ian and
Rosi had said that they would like to explore the possibility of finding a housing
association house and setting it up for Nico, with other residents from Penhurst.
In June, a Care Manager from the Oxford City Learning Disability Team had
contacted the North Oxfordshire Learning Disability Team to discuss this, as
they had understood that the Team were working with parents of another client
to look at the possibility of the two individuals setting up a home together in
Banbury or Chipping Norton. In the event this was not pursued.
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9.313. It

was confirmed that the ongoing cost per week of Nico remaining at
Penhurst School post July 2010 would be £3367, £1467 per week more than
Nico’s personal budget allowed.

9.314. On

23 July 2010 a Best Interests meeting was convened, with an
independent Chair, to make a decision about future accommodation for Nico.
The decision was that Nico would transfer to Millers Yard by 30 November
2010.

9.315. On

30 July, it was agreed by the Oxfordshire County Council Funding
Panel that funding for Nico to remain at Penhurst during the transition and the
agreement would run from 2 August – 30 November 2010.
9.316. In

August 2010 a support plan was completed for Nico and noted that the
indicative personal budget was £1,876.66 per week which would be spent by
the Council direct with the care provider, on behalf of Nico. This was in line with
Oxfordshire County Council policy.
9.317. In

September 2010 a Health Needs Report was produced by the Senior
Nurse at Penhurst School which outlined Nico’s medical needs in addition to
arrangements for his PEG feeding and care of the gastrostomy.
9.318. During

September, Rosi Reed contacted Dimensions and requested that
they meet to discuss whether Millers Yard would meet Nico’s needs. Meetings
took place to discuss the issues and an assessment of Nico was carried out by
Dimensions staff in early October.

9.319. A

final Transitional Report was written by Penhurst School staff on 30
September to support the commissioning process and ensure that, as far as
possible, there would be continuity of care and treatment between the School
and Nico’s new placement. The social services North Oxfordshire Learning
Disability Team gave notice to Penhurst School that Ian Reed would leave on
30 November 2010, in line with the contract.
9.320. During

October 2010, difficulties arose around the potential placement at
Millers Yard. Rosi Reed did not think that it would meet Nico’s needs. The date
for Nico’s transition was less than eight weeks in the future and Rosi Reed
asked for more time to allow for a good transition. This was not agreed by the
North Oxfordshire Learning Disability Team.
9.321. In

early November Ian and Rosi identified a new placement at
Barrantynes supported living home. On 16 November 2010, at a meeting with
the Transitions Care Manager, Ian and Rosi asked for funding to support Nico
on waking due to morning vomiting. A witness to the Independent Investigation
(a friend of the family) who was present at the meeting said that this was
agreed by the Transitions Care Manager on an initial six-month basis.

9.322. Nico

transferred to Barrantynes on 30 November 2010. Once at
Barrantynes, regular reviews of Nico’s placement and person-centred plan took
place, facilitated by a friend of the family who had the requisite skills. These
meetings also discussed what was working and not working for Nico in
placement and were attended by Nico and his family, staff from Barrantynes,
therapy staff and social care staff. These formal reviews were held on 12
80

Nico Reed Investigation
January 2011 (six-week review), 3 May 2011 (six month review) and 15 March
2012 (one-year review).
9.323. On

12 January 2011 Nico’s six-week review was held and the family
discussed with staff and the Transitions Care Manager what was working and
not working. The Transitions Care Manager produced a ‘My Support Plan’
document following this meeting. The support plan noted that Nico had no risks
and that “… [Nico] is a young man with profound and multiple learning
disabilities”. The indicative personal budget was recorded as £1,876.66 per
week which would be spent by the Council directly to the care provider, on
behalf of Nico.

9.324. On

30 March 2011 Rosi Reed wrote to the Transitions Care Manager to
say that she was not happy to sign off Nico’s support plan because she
believed it to be inaccurate.
9.325. In April 2011 an email from the Ridgeway Partnership Care Services
Manager to the friend of Nico’s family, confirmed that there was not normally a
great level of detail in support plans produced by Oxfordshire County Council
(OCC) and that “Ridgeway have no issue with …[Nico’s] budget being used in a
more flexible way that works for him, however his SDS budget has as I
understand it been set up as a managed account by O.C.C. where O.C.C. pay
Ridgeway directly to provide all of …[Nico’s] support and SDS
package…Ridgeway can be flexible within the boundaries that …[Nico’s]
funding will allow, for example if there are times that …[Nico] would like to be
supported by a PA and not receive support from Ridgeway then I am sure this
can be managed…However from memory as I do not have the figures to hand
…[Nico’s] funding level will not allow for a large amount of 1-1 support to be
removed without impacting overall on the hours left for other areas of support
which …[Nico] requires”.
9.326. On

3 May 2011 a six-month review was held attended by Nico, Ian and
Rosi and a friend of the family. At this meeting, the Transitions Care Manager
was reported to have confirmed the ongoing funding to provide one-to-one care
on waking for Nico due to the vomiting. This was not recorded in the notes from
the meeting but both Ian and Rosi and an advocate for the family confirmed this
to be the case. A social services witness to the Investigation stated that the
Transitions Care Manager would not have had the authority to confirm this
funding, which would have to have been agreed through a funding panel.

9.327. At

the end of April 2012 a new diary format was introduced at Barrantynes
which focused on the identification of how many one-to-one and two-to-one
hours each client was receiving. The Independent Investigation was told that
this was introduced to ensure that the funding for each of the four clients in
Barrantynes, matched the total hours available for all within the house. This
system was introduced across the whole of the social care services provided by
the Ridgeway Partnership. It can be seen from the entries that staff did not
properly complete these forms and interpreted the information required
differently. Hence, Nico was seen to have anywhere between 11 and 15 hours
one-to-one support each day.
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9.328. A

meeting was held on 24 May 2012 with the Ridgeway Partnership Care
Services Manager, Manager for Barrantynes and a finance officer and Ian and
Rosi. The family had requested this meeting because they had been told that
there were not sufficient one-to-one hours or money left in Nico’s budget for him
to have any increase in physiotherapy. Ian and Rosi were told that the hours
were calculated from the FACE overview assessment and the person centred
plan (My Essential Lifestyle Plan). Rosi Reed was concerned that tasks were
being counted against Nico’s one-to-one hours which should not have been
“1.5 hours of 1:1 time for his feeds twice a day, they are also charging him for
30 mins 1:1 for his evening feed, which he took in bed unsupervised. They are
also charging him 1.5 hours of 1:1 for preparing his dinner – which is a meal he
rarely ate or was offered”. It was noted that Nico’s main activities were Boccia,
Rebound therapy and using his standing frame.
9.329. The

Summary of Need/Rotas document, which listed Nico’s total hours,
indicated that Nico had a total of 99.75 one-to-one hours per week, with 17.50
used against the shared person who worked a waking night. This left a total of
82.25 hours. Rosi Reed was of the view that Nico was entitled to 90 one to one
hours per week.
9.330. On

4 July 2012 the Care Manager for Nico held a formal Review of Care.
It was recorded that the people who had been consulted for the review were
Nico, Ian and Rosi, the Physiotherapist and the social services Care Manager.
Nico’s parents identified a number of issues around the support that Nico
received at Barrantynes. These included the use of Nico’s one-to-one support
and the inadequate staff resource within the unit. The meeting discussed
concerns about Nico’s social life, due to limited one-to-one hours left to provide
support, the requirement for more physiotherapy everyday (11 hours a week as
opposed to the current 4 hours), Nico’s distress at returning to Barrantynes
after a weekend and Nico’s Health Action Plan. A psychology referral was
made following the meeting by the Care Manager in relation to Nico’s reported
distress.

Conclusions
Management of the Funded Hours
9.331. The Independent Investigation concludes that Nico underwent all of the
assessments and reviews that he should have had, in a timely manner. He had
a person-centred support plan (the development of which was facilitated by a
friend of the family with the requisite skills) that spanned across both Penhurst
and Barrantynes and he also had a health action plan. The Independent
Investigation notes that these were reviewed and updated regularly.
9.332. However, the plans did not always address all of the issues as can be
seen in the Mental Capacity Act and Best Interests section of this report.
9.333. The

FACE overview assessment and his person centred plan (My
Essential Lifestyle Plan) were key to the commissioning of the care that Nico
required.

9.334. Ian

and Rosi wanted the very best for their son and they were of the view
that the placement at Penhurst School provided this. However, the cost of the
service provided by the School provided was high and in a time of fiscal
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austerity, funding available to Local Authorities was reducing year on year. The
Local Authority reserved the right to seek provision within an agreed financial
envelope that addressed identified need – there was no obligation to provide a
more expensive service beyond the funds available. It should also be noted that
educational facilities for children provide a more intensive therapy environment
– one that is not usually replicated within adult services across the country.
9.335. The

Local Authority was required to evidence value for money in
commissioning decisions. However Ian and Rosi were hearing the messages
coming from central Government about more choice, control and
personalisation. It is easy to understand why this situation led to tension
between the Local Authority staff, Ian and Rosi and the Barrantynes carers.
9.336. In

2008, when Nico was 19, the Learning Disability Team began to
explore other options for him which would sit more comfortably within the
Oxfordshire Best Value Framework. The Local Authority wished to work with
Ian and Rosi to achieve this, however, the family wanted Nico to stay at
Penhurst where they understood he was getting the best education and
physical care. This led to frustrations and tension between the Team and the
family, particularly because it was difficult to contact Ian and Rosi. The Team
had to rely on postal communication as a result of the inability to leave
telephone messages and response times to requests for information or action,
were often slow.
9.337. The

result was that in July 2008, with five days to go before Nico was
expected to leave Penhurst School, no-one knew where he was going to be
living. The North Oxfordshire Learning Disability Team had written to the family
to say that if a placement had not been found and agreed, Nico might have to
go into emergency respite care. This would have potentially put Nico at risk
because specialist equipment and therapy would not have been in place.
9.338. Fortuitously,

Penhurst School agreed to provide the service to Nico for a
reduced cost, and Nico was able to move to a new adult placement within
Redwood House at Penhurst.

9.339. This

situation should not have occurred and did not take into account the
potential impact upon Nico. Meetings, at times and venues convenient to the
family might have gone some way towards them feeling that their concerns
were being listened to and could have reduced the tension. However it is
difficult to understand how this could have been arranged without a greater
degree of collaboration on both sides.

In 2010 tension arose again between the North Oxfordshire Learning
Disability Team and Ian and Rosi when the need arose to move Nico to a more
permanent placement. The North Oxfordshire Learning Disability Team had
identified a placement and established a resource allocation to fund Nico’s
care, in January 2010. The individual budget that Nico had access to was
identified as between £1,600-1,900 per week.
9.340.

Ian and Rosi had highlighted, as early as April 2010, that they would like
to explore setting up a home for Nico but this was neither considered nor
discussed by the North Oxfordshire Learning Disability Team as a possible
9.341.
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solution. It is the view of the Independent Investigation that the family should
have been offered some support to explore this in more detail in order to test
whether it was a viable solution for Nico.
9.342. Between

February and June 2010 the North Oxfordshire Learning
Disability Team discussed possible placements for Nico with his parents. Many
of those identified could not take him due to his level of need and some were
turned down by his parents as unsuitable due to location or style of service.
This resulted in a Best Interests meeting being called in July 2010 to make the
decision and Millers Yard was chosen as the most suitable placement.

9.343. In

Autumn 2010, Ian and Rosi were finding the proposal to place Nico at
Millers Yard very difficult to accept. Nico would have been the only person with
the type of complex needs he had, based in a wheelchair, in the shared home.
They were very concerned that he would be isolated. They asked the North
Oxfordshire Learning Disability Team for a broker and were told that the Senior
Practitioner, with whom they were having difficult conversations, was acting in
this capacity; this was because of her in-depth knowledge of the complexity of
Nico’s needs. However, given the problematic relationship that the Team had
with Ian and Rosi, it would have made more sense to bring in someone who
was independent to work with the family as a broker.
9.344. In

relation to the funding of Nico’s care package at Barrantynes, the cost
of the package was identified as being £1,876.66 per week. The contract
documentation seen by the Independent Investigation, shows that this was not
broken down against his identified needs but was recorded as a total sum as
was the arrangement in place at the time. Ian and Rosi did not understand how
this sum had been arrived at and this later lead to discussions about how much
money was in the budget for particular aspects of care to meet his needs. It
would have been very helpful, particularly because of later tensions which again
rose with the family, for the Team to have taken time to ensure they understood
each funded element of the care package when Nico first moved to
Barrantynes.
One of the witnesses to the Investigation described a conversation with
staff from the North Oxfordshire Learning Disability Team about the FACE
assessment in October 2010. Rosi Reed wanted to challenge part of the
assessment which she felt to be inaccurate. A social services staff member had
told her that there was little point because it would not lead to any increase in
resource and that the assessment would not pay for any more than the basic
care needs. The witness expressed the view that it was in the early stages of
the implementation of self-directed support and she did not think the staff
member dealing with Ian and Rosi knew very much about it.
9.345.

9.346. In

addition, at meetings in November 2010 and May 2011, Ian, Rosi and
another witness said that some temporary money was made available to
support staff to deal with Nico’s early morning vomiting. From the documents
seen by the Independent Investigation, it is not possible establish whether this
funding was actually put in place. Another witness, who had been in the
management team of the North Oxfordshire Learning Disability Social Care
Team at the time, confirmed that the member of staff would not have had the
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authority to commit this additional resource which would have to have been
agreed through a funding panel.
9.347. The

Independent Investigation found that Nico had received a resource
allocation of £1,600-1,900 per week in the spring of 2010. It can be seen that,
when assessed by Dimensions for Millers Yard in early October 2010, Nico was
assessed against a budget of £1600 per week. In addition, in November 2010,
a member of staff from Ridgeway Partnership confirmed that they could provide
care at Barrantynes for £1,600 per week. However, the final cost of Barrantynes
supported living was £1,876.66 per week. It is therefore possible that additional
funding was found, but the records do not make clear what this money was for
other than to meet Nico’s eligible needs.
9.348. Ian

and Rosi were very concerned about the lack of clarity about the oneto-one, two-to-one, and shared hours Nico was funded for. This concern arose
out of how Ridgeway Partnership organised the hours for residents in each
supported living home.

9.349. A

senior management witness to the Independent Investigation explained
how this was achieved. She said that the one-to-one hours and two-to-one
hours were established for each client and that this, together with the overall
shared funding, would dictate the staffing levels. If someone died, or moved to
another placement, then the service would look for another client with similar
care needs to fill the gap. This is how the stability of staffing was maintained. It
did however require flexibility around the shared element of the service for
things like (for example) meal preparation. So the service would aim to meet
individual requirements but the staff resource also needed to be balanced
across all four people at Barrantynes. The witness also explained that when
one person’s needs increased, it was possible that someone else might not
receive (for example) access to the activities that they might normally have had
“That is a constant challenge when people are sharing because there is also
the human element. You could have the four of us sharing and one of us could
be unwell for three or four weeks and the reality is that person may receive
more one-to-one while they are ill, but that would not be on their care needs
assessment”.
9.350. This

arrangement in relation to use of hours and funding is not unusual in
supported living environments. However, to make it work effectively, it is
important that the service user (where appropriate) and the family fully
understand these arrangements in order to avoid unnecessary tension and
raised expectation.
Alternative Funding and Care Model
9.351. The Independent Investigation concludes that Nico had appropriate hours
identified for his general care and social needs whilst at Barrantynes. A
decision had been made that he was best placed in supported living
accommodation; it is recorded that his parents had rejected the possibility of
Continuing Health Care in favour of a personalised budget and SDS in March
2009. This meant that he was assessed and monitored by the Local Authority
from this point forward. The family reported to the Independent Investigation
that they discussed funding processes but were advised that Continuing Health
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Care funding would not provide education and leisure activities for Nico. They
therefore decided against this.
9.352. However

Nico had a complex range of ongoing health needs which, it
could be argued, required a consistent daily level of specialist input (such as
physiotherapy, hydrotherapy, specialist communication interventions, and neck
extension and aspiration risk management). Continuing Health Care funding
could have provided the following for Nico:




a coordinated health overview of the disparate multidisciplinary and
multiagency inputs required;
regular holistic and specialist assessment and review;
fast-track access to specialist equipment and NHS service inputs.

9.353. It

is important to note that there would have been no bar to Nico receiving
a Continuing Healthcare package in a supported living facility. Continuing
Healthcare funding should not have undermined the ethos of Putting People
First (2007). Basically needs are assessed in the following manner:

9.354. Social care needs - are directly related to the type of welfare services
that Local Authorities have a duty to provide. These include but are not limited
to assessments of need, advice, information, personal care assistance with
daily living tasks. Assessment / assistance with equipment and home
adaptations, support to locate a care home and carer support.
9.355. Healthcare

needs - are related to the treatment, control, or prevention of
a disease, illness, injury or disability and the care or aftercare of a person with
these needs. These needs are met by a combination of mainstream services
such as District / Community Nurses/ Tissue Viability Nurse etc.

9.356. Primary

Health Need: Continuing Healthcare - The National
Framework sets out certain characteristics of care needs – their nature,
intensity, complexity and unpredictability. Some or all of these are likely to have
implications for the quantity and quality of care a person needs. They may
alone or in combination point to the need for care over and above what a Local
Authority can expect to provide. In other words, they may point to a ‘primary
health need’. Had a continuing Healthcare funding model been considered then
the Clinical Commissioning Group would have looked at all of Nico’s needs to
include:













physical;
mental health;
emotional and psychological;
communication;
mobility;
nutrition (and vomiting);
continence;
skin and tissue viability;
breathing (and aspiration);
altered states of consciousness;
and any other significant care need.
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9.357. The

impact of these needs being unmet would have been considered and
a precise understanding of the level of interventions would have been reached
together with an understanding of the skills required. Any issues in relation to
unpredictability and risk (such as Nico’s neck extensions and
vomiting/aspiration) would have been taken into account together with any longterm effects of postural scoliosis and the need for limb flexibility and
strengthening interventions that were required to be undertaken daily.
9.358. Nico

had significant health and social care needs – whilst his social care
needs were met his ongoing health needs were not to the same extent, despite
the funding being sourced from a fully integrated pooled health and social care
budget arrangement. It is evident that the unpredictability and risk around his
neck extensions and vomiting/aspiration were not examined or managed in an
optimal manner. Nico was in receipt of a support package co-ordinated by
social care, with health involvement through therapy services. Continuing
Healthcare would have been a perfectly legitimate means of delivering a more
co-ordinated health and social care assessment for Nico and, through this
mechanism, equipment and other inputs to meet all his needs would have been
provided in a timely manner. In addition there would have been regular
monitoring and review of Nico’s health and social care needs to ensure they
were all being met.
9.359. This

would have ensured Nico’s health, safety and wellbeing were
managed in the best way. This would also have reduced familial anxiety and
provided the level of monitoring and review and that an individual like Nico
required. The Independent Investigation concludes that Nico would most
probably have met the criteria for Continuing Healthcare – and this was a
significant missed opportunity which would have addressed and co-ordinated
the response to all of his complex needs in a more appropriate and holistic
manner.



Contributory Factor 8. Nico was provided with a supported living
package; he also received additional inputs from healthcare providers
– it should be noted that this input was not coordinated in a formal and
person-centred manner which resulted in Nico having several
significant areas of unmet need which impacted upon his health,
safety and wellbeing.

Risk Assessment and Care Planning
Context
Care Planning
9.360. Valuing People Now: a new three-year strategy for people with learning
disabilities (2009) outlined a policy objective that all people with learning
disabilities and their families will have greater choice and control over their lives
and have support to develop person centred plans. This was to be delivered
through Local Authorities and their partners building more capacity around
person centred planning.
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9.361. Putting

People First (2007) published by the NHS, the Local Government
Association and the Association of the Directors of Adult Social Services
(ADASS) set out a shared vision and commitment to a transformation of adult
social care. Within this transformation, was a move to a personalised adult
social care system which supported people to take maximum control over their
lives through person centred planning and self-directed support.
9.362. Ridgeway Partnership identified Assessment and Care Planning as an
area for improvement in its 2011/12 Quality Accounts. As a priority area, the
organisation recognised the need to maintain the continuity of effective
assessment, care planning and review processes in the transition from paper to
electronic recording and the need to ensure that all service users received care
based on identified needs and were offered a consistent pathway through
services. This was to be achieved by defining core standards for the
documentation of assessments and care planning and through audit.
Risk
9.363. Healthcare

Risk Assessment Made Easy (2007) published by the National
Patient Safety Agency provided healthcare staff with an easy to use risk
assessment tool intended to increase awareness and encourage staff to assess
any risks to patients in their care. It made clear that it is not usually possible to
eliminate all risks but that staff have a duty to protect patients as far as is
reasonably practicable. It was stressed that good documentation is important
because things are always changing so regular review is important.

9.364. Independence

Choice and Risk: a guide to best practice in decision
making (2007) was best practice guidance for health and social care
professionals supporting adults within any setting, whether community or
residential, in the public, independent or voluntary sectors. This includes all
NHS staff working in multi-disciplinary or joint teams. The aim was to have a
common approach to risk among all parties concerned in delivering health and
social care, which will promote the sharing of responsibility for risk in a
transparent and constructive way 20.
9.365. The

Ridgeway Partnership Risk Management policy had been live since
December 2008 and was reviewed and approved again in September 2011.
The policy was aimed at people who were supporting those with learning
disabilities and was designed to support staff to identify how untoward events
could be planned for and/or should be managed and documented. The staff
were expected to identify, assess and manage risk and learning from
experience in managing risks and untoward events. A risk assessment pack
was made available to staff via the intranet and the National Patient Safety
Agency ‘5 x 5’ matrix was used to measure the risk and support effective
prioritisation of risk remediation actions. The policy made clear that assessing
risk involved a detailed overview of risks, a risk assessment process that was
integrated into normal day to day practices and included tangible outcomes for
individuals.

20http://webarchive.nationalarchives.gov.uk/20130104235944/http://www.dh.gov.uk/en/Publicationsandstatistics/Public
ations/PublicationsPolicyAndGuidance/DH_074773
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Findings
9.366. Nico’s

assessments and support plans developed by the North
Oxfordshire Learning Disability Team (upon which his resource allocation was
based) are examined in the Assessment, Commissioning and Funding section
of this report. Care planning by the Physiotherapist, OT and SaLT are
examined in the Medication, Treatment and Therapy section of this report.
9.367. On 16 April 2010, it was recorded in the care management case notes
that there had been a meeting at Penhurst School to complete a personcentred plan for Nico and it was facilitated by an “outside agency”. This was a
meeting attended by Penhurst staff, Nico’s family, social care staff and Nico in
order to begin the process of designing his person-centred plan, ready for his
transition to another home. The meeting was facilitated by an advocate for the
family who worked for an independent organisation that was specialist in
person centred planning.
9.368. In

September 2010, a Health Needs Report was produced by Penhurst
School to support health action planning. It focused on Nico’s gastrostomy and
outlined his enteral feeding programme.
9.369. On

30 September Nico’s Manual Handling Risk Assessment, Risk
Identification and Action Plan was updated by the Physiotherapist at Penhurst
School. A full Final Transitional Report was also produced by the multidisciplinary team at the School in order to support Nico’s transition to his new
home.

9.370. In the autumn of 2010 the person-centred plan for Nico was reviewed,
facilitated again by an advocate for the family, and involving staff from Penhurst
School and the family. The document represented Nico and the things that
were important to him now and in the future, how to successfully support him
and what was working and not working for him. This was the document he took
with him to Barrantynes and would provide the basis for staff getting to know
him.
9.371. In

November 2010 a Health Action Plan based on multi-disciplinary input
was developed at Penhurst. It included how to communicate with Nico and
described the need to continue with physiotherapy, hydrotherapy and use of the
standing frame to maintain mobility and flexibility.
9.372. A

Personal Emergency Evacuation plan had been written for Nico at
Barrantynes by the Manager in November 2010 and reviewed by the Care
Services Manager and 19 staff signed to say they had read it. On arrival at
Barrantynes Nico took two risk assessments with him, one for Manual Handling
dated May 2010 and one Manual Handling Task Analysis October 2009.
9.373. On

7 March 2011, a risk assessment was written about how to support
Nico to have a bath or shower. This was written by the Manager and signed off
by the Care Services Manager and 20 staff signed to say they had read it.
9.374. On

22 March 2011, Ian and Rosi wrote to the Transitions Care Manager
to ask that the six-month review meeting be held with everyone present. They
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had been told by the Manager at Barrantynes that the Transitions Care
Manager was trying to meet with Nico alone. The response confirmed that the
Transitions Care Manager was endeavouring to ensure that the personal
budget was meeting Nico’s needs.
9.375. On

3 May 2011 a review of Nico’s person-centred plan was held with his
parents and staff from Barrantynes. The document contained a lot of
information about Nico and provided everything required in order to understand
his needs and work with him. His health action plan was appended to the
document.
9.376. On

8 September 2011 a risk assessment for Nico’s sunburn was
produced by the Manager at Barrantynes, approved by the Care Services
Manager and signed by 20 staff.

9.377. In

October 2011, the Health Action Plan was updated. It was noted that
that Nico wore glasses when watching the television and would be having his
annual health check the following week.
9.378. On

23 February 2012, the risk assessment for assisting Nico with a
shower or bath was reviewed.

9.379. On

1 March 2012 a risk assessment around choking on food was written
by the Manager, approved by the Care Services Manager and signed by 18
staff.

9.380. On 2 March 2012 a risk assessment related to the management of Nico’s
wheelchair lap belt was written by the Manager at Barrantynes, approved by the
Care Services Manager and signed by 12 staff.
9.381. On

15 March 2012, Nico had a review of his person-centred plan; again
attended by Nico, Ian and Rosi, staff from Barrantynes, and facilitated by an
advocate for the family. Ian and Rosi believed this to be the one-year review,
although the Transitions Care Manager did not attend. Ian and Rosi also
attended a meeting to discuss what was working and what was not working.

9.382. A

further Health Action Plan review was undertaken in April 2012. In May
2012, Hydrotherapy guidelines were produced for staff by the Physiotherapist
and were seen by 15 staff members.

Conclusions
9.383. The

Independent Investigation concludes that, in general, Nico had a high
quality person-centred plan which addressed all the information that staff would
require to know how to provide care in the way that Nico and his family wished
it provided. However it would also have been good practice to have had specific
additions to the person-centred plan for the following:
1. It would appear that Nico’s anxiety (reported over the years) was neither
assessed on an ongoing basis nor subject to care planning – this could have
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informed a care plan in relation to his neck extensions and vomiting – it
could also have addressed potential quality of life issues.
2. It would also appear that there was no active care plan in place for Nico’s
continued neck extensions and that, although disparate health professionals
had input, these were not subject to regular formal assessment or review by
a specialist multidisciplinary team.
9.384. Risk

assessments were in place and staff signed the documents to say
they had read and understood them. However the Independent Investigation
concludes that there were four additional risk assessment processes that were
required in order to support staff to keep Nico safe and that these represent
significant omissions. These are:
1. Vomiting and aspiration risk. As highlighted at the Coroners Inquest, the
risk presented to Nico through vomiting and possible aspiration was
diminishing but still present. This required a formal risk assessment. Risk
should also have been considered in relation to Nico’s ever-present
possibility of aspirating on his saliva – something that was not necessarily
time-of-the-day or feeding related.
2. The correct use of headrests on the wheelchair. Nico would sometimes
get his head stuck under the headrest of his wheelchair as a result of the
wrong sized headrest being in place. This would have been a painful and
frightening experience and a further risk assessment was indicated in order
to ensure staff knew how to use the headrests and how care for Nico
correctly when in his wheelchair.
3. Positioning of Nico in bed and use of the sleep system at night. It was
recognised that poor positioning in his bed could prompt neck extensions
and spasms. It was known that these spasms could affect Nico’s ability to
breathe and were highly distressing to him.
4. Accidental removal of Nico’s gastrostomy mini-button. Concern was
recorded in the care records that Nico’s mini button might fall out. The
advice was recorded to take him to hospital, should this occur. This risk
should have been captured in a risk assessment rather than a note in the
record which would only have been seen by staff who were working the day
it was recorded.


Contributory Factor 9. Care planning was in general of a good
standard in relation to Nico’s ongoing care needs but it should be
noted that funding difficulties sometimes led to unresolved issues.
However assessment, care planning and risk management was
relatively poor in relation to Nico’s ongoing health needs. This meant
that he was not always afforded the level of protection indicated by his
complex set of conditions.
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Family Involvement
Context
9.385. Raising our Sights (2010) a review of services for people with profound
intellectual and multiple disabilities states that good services treat the family as
expert. In the examples used in the document, the families had all taken a
leading role in fighting against “the perceived indifference of public services to
get what they need for their disabled family member”. The document stated
that “Recognition of the expertise and commitment of the family means that
these services are not only person-centred but they are also family-centred”.
9.386. The

Being Open (2009) document was published by the National Patient
Safety Agency for healthcare organisations. It provided a clear framework for
communicating patient safety incidents with patients, their families and carers.
It provided best practice guidance on how to create an open and honest
environment and was aimed at Boards and healthcare staff. The document
stated “Being open involves: acknowledging, apologising and explaining when
things go wrong; conducting a thorough investigation into the incident and
reassuring patients, their families and carers that lessons learned will help
prevent the incident recurring; providing support for those involved to cope with
the physical and psychological consequences of what happened. It is important
to remember that saying sorry is not an admission of liability and is the right
thing to do”.

Findings
9.387. Ian

and Rosi had fought for the rights of Nico from his birth. They had
struggled to get him into the Hornsey Centre for Conductive Education and had
taken the London Borough of Brent to a Special Educational Needs Tribunal in
1995 in order to gain him a place at Penhurst School.
9.388. In

2005 the family took Oxfordshire Local Education Authority to the
Special Educational Needs and Disability Tribunal, after they wrote to say they
were planning to cease Nico’s Statement and send him to a local college. The
Tribunal ordered Oxfordshire to continue to maintain the Statement.
9.389. The

family twice stood against the Local Authority, in 2005 and 2008,
when they tried to move Nico out of Penhurst School to another adult
placement and succeeded both times.

9.390. In

2010 Oxfordshire County Council tried again to move Nico because he
was now 21 and the fees at Penhurst outstripped his resource allocation. This
time the family were compelled to accept a new placement. Although they were
able to choose Barrantynes, when Nico arrived there because of the short
transition period, none of the equipment was in place. This caused tension
between the staff at Barrantynes and the family.

9.391. Ian

and Rosi were very involved with Nico at Barrantynes. Ian Reed
visited every week and the family took him home most weekends.
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9.392. The

parents of the residents at Barrantynes held Quality Circle meetings
and Housekeeping meetings in order to give opportunities for them to work with
the Manager and also with each other, to get the service right for their young
people. The Independent Investigation had access to the minutes for three
quality circle meetings and it can be seen that Ian and Rosi attended and on
one occasions offered their Citroen Van to the home for use by staff to take
people out. The home took up the offer of the adapted Van and borrowed it
from Nico’s family on the understanding that it would be primarily used to take
Nico to and from his hydrotherapy sessions. (The home did buy this vehicle at
very low cost from the family after Nico’s death). No housekeeping minutes
were available to the Investigation.

9.393. Ian

and Rosi expressed the view that they found the relationship with the
Manager at Barrantynes difficult. He was slow to respond to actions allocated to
him in meetings and did not seem to understand what the family wanted for
Nico and appeared resistant to suggestions. An example given to the
Independent Investigation was the suggestion, by Rosi Reed, that the people
who lived at Barrantynes might want to take part in the local fete, in order to
encourage more integration into the local community and commercial
enterprise. She proposed they might want to do something to raise money for
the home such as printing and selling t-shirts. This suggestion was not taken up
by the Manager.
9.394. As

time elapsed, Ian and Rosi described the atmosphere and
environment at Barrantynes to be less welcoming and they were concerned
about the effects of this on Nico. By August 2012, they told the Independent
Investigation, they had begun to consider alternative placements for him.
Events Following Nico’s Death
9.395. It should be noted that a full examination of the management of the
internal investigation process is set out below in the sub-section ‘Management
of Internal Investigation Processes’ – however it is mentioned here in a concise
manner as NHS investigation processes have caused great distress to Nico’s
family.
9.396. On

18 December 2012 Rosi Reed wrote to Southern Health NHS
Foundation Trust to complain about the insensitive way the family had been
handled by Ridgeway Partnership following the death of Nico. She received a
letter in response from the Patient Advocacy and Liaison Service (PALS) and
Complaints Officer acknowledging her complaint. The letter sent by the Trust
included an ‘easy read version’ (with pictures) advice leaflet which Rosi Reed
told the Independent Investigation that she had found to be inappropriate and
patronising. The PALS and Complaints Officer asked for a contact number from
Ian and Rosi to discuss the complaint in more detail and the letter stated that, if
she had not heard from them by 4 January, the organisation would progress
things in the way they thought best.

9.397. On

28 December 2012, the PALS and Complaints Officer interviewed the
Manager at Barrantynes in relation to the complaint. The Manager was due to
retire at the end of 2012.
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9.398. On

2 January 2013, Ian and Rosi responded to the PALs and Complaints
Officer and confirmed that Rosi Reed was expecting a response from the Chief
Executive, as this was the person to whom she had written her complaint.
9.399. On

10 January 2013, the PALs and Complaints Officer met with the Care
Services Manager about the complaint. On 15 January 2013 the PALs and
Complaints Officer met with the carer who had been involved in Nico’s
resuscitation. He explained that there had been a message in the
communication book on his return from leave at the end of September from Ian
Reed, requesting he telephone the family. He telephoned and the family was
distressed, as was he. Rosi Reed asked him where he had got their telephone
number from and he explained he had telephoned Barrantynes and asked for it.
He said “he did become upset as he had been close to … [Nico] and had found
the whole conversation difficult”. He had met with the Care Services Manager
the following day and told her about the telephone call and how difficult it had
been for both the family and himself. He started the counselling that had been
arranged for him.
9.400. On

17 January 2013, there was a case meeting to discuss the internal
investigation into Nico’s death. It was noted that there were three investigations
ongoing;




the internal investigation (root cause analysis);
the complaint; and
the Coroner’s Inquest.

9.401. The

Coroner had told the Trust that the family had raised issues with him,
including Nico’s positioning in bed. The family had also raised the telephone
call from the carer, following his return from leave and had “implied that this
was unsolicited and suspicious”.
9.402. On

23 January 2013, the internal investigation was completed. It was
noted that the decision had been taken not to involve Nico’s family in the
investigation “Following discussions between the Care Service Manager,
Investigating Manager and the staff team it was felt that involving the family in
the investigation at this time could be too distressing and therefore [Nico’s]
family have not been interviewed”.

9.403. On

11 February 2013 Ian and Rosi received a response to their complaint
of 18 December 2012 from the Chief Executive at Southern Health NHS
Foundation Trust. The letter confirmed that the complaint had been investigated
and outlined the findings. In the letter, the Chief Executive referred to the
internal investigation, however at this stage both Ian and Rosi had been
unaware that this was being carried out. The recommendations listed at the end
of the letter were:
1. “Families of those people who have died while being supported by the Trust
are actively offered meetings with managers to offer support if needed.
2. Families are informed by the managers that an investigation will be carried
out if necessary.
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3. Protocols are formulated to ensure all staff are aware that records of the
deceased person should not leave the service, unless removed for
archiving”.
9.404. Ian

and Rosi told the Independent Investigation how upset they were by
this response. They wrote to Southern Health NHS Trust again on 8 March
2013 to say that they would require further clarification and would respond in
due course.
9.405. Ian

and Rosi wrote again to the Chief Executive of Southern Health NHS
Foundation Trust on 25 May 2013 with a detailed response to her letter. There
were a number of points that the family believed to be incorrect. There was no
response to Ian and Rosi in the Southern Health NHS Foundation Trust
complaint archive shared with the Independent Investigation.

Conclusions
9.406. Ian

and Rosi advocated relentlessly for their son during the course of his
life. On occasions this led to direct confrontation and positive relationships were
sometimes difficult to maintain. However Ian and Rosi were always guided by
what they considered to be best for their son even if this sometimes led to a
seemingly adversarial approach being taken.

9.407. Statutory

services have a duty to communicate in a clear, timely and
sensitive manner and must recognise that families are central to the ongoing
care and support of their loved ones. However it is important to understand that
differences in opinion between statutory services and families will occur on
occasions. It is essential that these are worked through in such a manner that
the service user, who is usually at the heart of the disagreement, is not
disadvantaged in anyway nor have their safety compromised. The Independent
Investigation concludes that on occasions more specialist mediation should
have been considered within a formal Best Interests framework. It should be
recognised that this kind of approach does not contravene the ethos of Raising
our Sights (2010) but acknowledges that disagreements can be both disruptive
and counter productive to all concerned and should be managed in a robust
manner once they have gone beyond a certain point.
Events Following Nico’s Death
9.408. The Independent Investigation concludes that Nico’s family was not
worked with appropriately after his death. It is evident that this was due in part
to several reasons:
1. Staff at Barrantynes were not experienced and skilled when dealing with
bereaved families. The staff were highly distressed and found
communicating with Nico’s family difficult.
2. Ridgeway Partnership (and the then Oxfordshire Primary Care Trust)
decided to delay the internal investigation for two months due to the
pending Inquest.
3. The Barrantynes service was transferred from the Ridgway Partnership to
Southern Health NHS Foundation Trust two months after Nico’s death – this
caused a continuity issue.
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4. The complaint and internal investigation processes ‘crossed over’ and some
confusion occurred. This was made more complicated by the fact that the
Barrantynes service was moved to a new provider organisation who was
not familiar with the case.
5. The family only found out about the internal investigation at the point when
the CEO of the new provider organisation (Southern Health NHS
Foundation Trust) mentioned this in response to their complaint. It would
appear that the Trust had not aligned its processes at this stage and this
caused further distress.
9.409. Whilst

it is helpful to understand the reasons set out above it does not
absolve either the Ridgeway Partnership or Southern Health NHS Foundation
Trust from fulfilling their obligations under the Being Open guidance. It is
evident that this guidance was not used and, as a result the family suffered
further additional distress which was unacceptable.


Service Issue 1. Families should be worked with in accordance with
the ethos of ‘Raising our Sights’ (2010). However the needs of the
service user should always be paramount and when disagreements
occur they should be managed within formal processes and with
mediation when appropriate. In the case of Nico’s family this was not
achieved and led to a deterioration of relationships and a potential for
a break down in care arrangements which would not have been in
Nico’s best interests.



Service Issue 2. It is evident that the Being Open guidance was not
used appropriately following Nico’s death. This meant that Ian and
Rosi were not communicated with appropriately or offered the support
they needed; as a result the family suffered further additional distress
which was unacceptable.

The involvement of Nico in his Care and Treatment
Context
9.410. Raising our Sights (2010), a review of services for people with profound
intellectual and multiple disabilities, highlights the crucial importance of making
services for people individualised and person centred. Professor Jim Mansell,
who undertook the review, said “Although people with profound intellectual and
multiple disabilities are very disabled and do experience a much higher
mortality rate than the rest of the population, it is evident that many live well into
adult life, do recognise people around them, do respond to circumstances and
do enjoy activities and relationships… Examples of good practice show that, in
general, the personalisation agenda - the framework of person centred planning
and highly individualised services, increasingly funded through individual
budgets, is providing what people need and want”.

Findings
9.411. An

essential unresolved issue for Nico was communication. This issue is,
in the opinion of the Independent Investigation, crucial to understanding his
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overall quality of life and general wellbeing. The Independent Investigation was
told that Nico loved to communicate but it took time and patience on the part of
the people around him. The professional input in relation to communication
assessment is addressed in full in the Medication, Treatment and Therapy
section of this document; however to make sense of Nico’s own involvement in
his care, it is important to understand how in general people communicated with
him in order to understand the impact of this on his quality of life.
9.412. The

Independent Investigation found that systems of communication
which had been built up for Nico at Penhurst School were lost very quickly once
he went to live at Barrantynes. At Penhurst he had been using eye-pointing and
a communication book filled with symbols. The Penhurst SaLT had stated that
“his skills are very dependent on the sensitivity of staff to give him the
opportunity and time to make his contributions”.

9.413. On

arrival at Barrantynes, staff found the communication file and symbols
too complicated to use and came to rely, instead, on ‘reading’ his body
language and behaviour to interpret whether he liked or did not like something.
It was recorded in his care records that there were times when he appeared to
be “very down”. The Independent Investigation Team concurs with the view
offered by Nico’s parents at interview that his low mood was exacerbated by not
being able to communicate with those around him.

9.414. It is unclear how much Nico understood. It was not possible for the
Independent Investigation to establish how significant his developmental delay
or learning disability might have been without access to the educational
psychology records. In addition there had been no mental capacity assessment
undertaken in relation to any of the major decisions he needed to make post 16,
such as choices about accommodation. However, his family and those who
cared for him at Penhurst School were of the view that he could understand a
lot more than many of the other children who lived there.
9.415. The main tool that staff at Barrantynes had in order to understand Nico
better was his person-centred plan. This document was created by Nico, his
family and by the carers and staff who knew him. What resulted was a wellcrafted document that captured a real sense of who Nico was and what he
needed. Nico:












loved professional music;
enjoyed spending time with his friends;
liked to be physically active in his standing frame or at Rebound therapy;
did not like wind in his face;
loved one-to-one time and intensive interaction with people;
liked to be asked his opinions and given time to answer;
liked swimming;
liked crafting;
liked trips out to interesting places and taking part in things in the
community;
liked shopping and watching DVDs (with his glasses on).
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9.416. There

was no doubt that Barrantynes staff took time to understand what
Nico liked, through a system of trial and error. They took him to Rebound for the
first time and he loved it so continued to go. The same happened with Boccia, a
game played with a soft ball. They took him to SPICE, an activity which
involved noise, and he made his dislike very clear - he would be visibly
unhappy and retch when he knew he was going - so staff stopped taking him.

9.417. When

considering the activities that were undertaken by Nico between
December 2010 and August 2012 it can be seen that these included shopping,
Boccia, Rebound, a visit to a pub, hydrotherapy, visits to the cinema, a visit to
Blenheim Palace, a boat trip, and a number of drives around Oxford. Many of
these activities were listed in Nico’s person centred plan.

9.418. Ian

and Rosi described their frustration at finding Nico’s glasses on the
shelf in his room all the time. He was often watching television without them on
and yet staff knew, from his person-centred plan and visits to the opticians, that
they had been prescribed for him.
9.419. Nico

appeared to enjoy professional music and his family was hopeful that
he would have the opportunity to go out in the evening to perhaps, see a band,
as other young men of his age might do. They had asked the staff at
Barrantynes whether this was possible. One of the witnesses explained that it
meant that staff from the earlier shift in the day would have to stay on duty
because there was only one waking member of staff at night. The staff had tried
to accommodate this one time but it was so problematic, that it did not happen
again.
9.420. There

was a disagreement between the staff at Barrantynes and Nico’s
parents in terms of how much they felt Nico could communicate and do. They
understood that Ian and Rosi had aspirations for Nico but believed they were
sometimes unrealistic. An example given was Rosi Reed suggesting that Nico
might get involved in repainting his shared bathroom. The staff did not believe
this would be possible.

9.421. In

July 2012, Ian and Rosi expressed the view at a meeting with a Care
Manager from the North Oxfordshire Learning Disability Team, that they
believed Nico to be very unhappy because he became upset when he was due
to return to Barrantynes after spending weekends at home.
9.422. The

Care Manager made a referral to the Psychology Service who visited
Ian and Rosi on 7 August 2012, to discuss this further. “Reason for
Psychology involvement that parents believe … [Nico] to be unhappy and to
have withdrawn into himself. Parents described a difficult transition from …
[Nico’s] previous residential placement at Penhurst School, involving disputes
between the family and Social Services … [Nico] has been in Barrantynes
residential home since November 2010. His parents report that while his
physical needs are largely met, there is a significant reduction in levels of
emotional interaction or attempts by staff to communicate with … [Nico] on a
personal level, compared with at Penhurst…They have queried whether staff
training on intensive interaction or personalised communication have been fully
understood … [Nico’s Parents] have tried to provide input into …[Nico] care,
but are also keen not to alienate staff or management at Barrantynes”
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9.423. The

Psychologist visited Barrantynes on 13 August 2012 and spoke to the
Manager and three carers who regularly worked with Nico. The general
consensus amongst the staff was “Nico] is not generally unhappy at
Barrantynes, They believe that … [Nico] very much likes to have close
attention and to have the opportunity to interact with others - that he can
become quiet if he feels he is not receiving as much attention as he
would like, but they would not describe this as unhappy or depressed. Staff
also reported that he has never displayed any signs of feeling distressed to
their knowledge … [Nico’s] mood was reported as being stable, with no
obvious low periods”. It was reported that … [Nico] is generally more
relaxed compared with when he first arrived at Barrantynes (especially in
terms of level of comfort he feels towards staff members) and is at his
happiest when certain staff spend time with him. It was also said that … [Nico]
sometimes appeared tired after returning to Barrantynes from a day with his
parents, but did not seem tearful or unhappy… Views on intensive
interaction training were that ‘it was being done already’ and staff I spoke
to did not believe it warranted a change in their usual approach, although
they believed some of their colleagues were more enthusiastic about it”.
9.424. There

was nothing in the records to indicate that the Psychologist had
tried to communicate directly with Nico or to assess him face-to-face.

Conclusions
Communication
9.425. It was evident to the Independent Investigation (from documentary
analysis and staff interviews) that Nico was a well-liked person who was looked
upon with a high degree of affection by all who knew him. It was also evident
that he was able to communicate non-verbally in such a manner that he could
express his simple likes and dislikes and could share his sense of humour and
general joy of life.
9.426. It

was known that Nico took a long time to get to know new people and
build up a degree of trust with them. This is a key aspect in what made the
poorly managed transition process so significant. As has already been
described above in the Transition section of this report, Nico went to
Barrantynes to a staff group to whom he was a stranger. He went directly from
Penhurst, a place that had been home to him for many years, to a completely
new environment. The adjustment required and the long-term impact upon Nico
does not appear to have been either explicitly acknowledged or addressed.
9.427. Also

mentioned above is the fact that Nico’s rapid transition disrupted
many of his care needs the effect of which was never fully recovered. Key
amongst these care needs was communication. Whilst it is evident that
Barrantynes provided a reasonable degree of activity for Nico it is not so
evident that this was always meaningful to him. The Independent Investigation
was told repeatedly by Nico’s family and other witnesses that what he loved
most was one-to-one interaction and the company of others. It remains
uncertain as to whether ‘intensive interaction’ with Nico took place on a regular
basis and in the spirit set out in his person-centred plan. Nico’s parents were of
the view that Barrantynes was not able to meet his emotional needs in the
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manner that they saw fit and described him to the Independent Investigation as
an increasingly “sad little boy”.
Mismatched Expectation
9.428. Ian and Rosi became increasingly concerned about the suitability of
Barrantynes for their son. They were frustrated about the apparent failure of
service to adhere to Nico’s agreed plan. It is apparent that Barrantynes staff
and Social Care commissioners did not share the same concerns. The
Independent Investigation understands the view of the family in that a more
inclusive approach would not have cost more money. Simple communication
strategies such as talking to Nico - telling him step-by-step what was happening
around him - would have ensured that he was living in the moment and
understood what was going on. This attitudinal change on the part of staff was
something that appears to have been inconsistent, meaning that Nico did not
always get the quality of interaction that he both loved and needed.
9.429. The

Independent Investigation concludes that the care Nico received was
on the whole of a good general standard, but that it did not go far enough to
satisfy all of his health, safety and emotional needs. His parents continued to
advocate for him but put quite simply Nico did not appear to thrive at
Barrantynes.



Contributory Factor 10. Nico was a young person who was well liked
and who had an engaging personality. However despite many attempts
to develop person-centred plans he did not appear to have thrived at
Barrantynes and many of his needs – such as comfort, safety and
wellbeing - were only partially met.

Advocacy, Mental Capacity and Best Interests
National Context
9.430. The

Mental Capacity Act became legislation in 2005 and applies to
people aged 16 and above. This Act is designed to protect and empower
individuals who may lack the mental capacity to make their own decisions about
care and treatment. The Mental Capacity Act (2005) is governed by five
statutory principles which must underpin all acts carried out and decisions taken
in relation to the Act. These are:

1. A presumption of capacity - every adult has the right to make his or her own
decisions and must be assumed to have capacity to do so unless it is
proved otherwise.
2. The right for individuals to be supported to make their own decisions people must be given all appropriate help before anyone concludes that
they cannot make their own decisions.
3. That individuals must retain the right to make what might be seen as
eccentric or unwise decisions.
4. Best Interests - anything done for, or on behalf of, people without capacity
must be in their best interests.
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5. Least restrictive intervention - anything done for or on behalf of people
without capacity should be an option that is the least restrictive of their basic
rights - as long as it is still in their best interests.
9.431. All

professionals have a duty to comply with these principles and the
Code of Practice, which also provides support and guidance for less formal
carers. In order to decide whether an individual has the capacity to make a
particular decision, professionals must follow a two-stage test and ask:



Is there an impairment of or disturbance in the functioning of a person’s
mind or brain? If so;
Is the impairment or disturbance sufficient that the person lacks the capacity
to make a particular decision?

9.432. The

Mental Capacity Act (2005) says that a person is unable to make
their own decisions if they cannot do one or more of the following four things:






understand information given to them;
retain that information long enough to be able to make the decision;
weigh up the information available to make the decision;
communicate their decision – this could be by talking, using sign language
or even simple muscle movements such as blinking an eye or squeezing a
hand.

9.433. The

Social Care Institute for Excellence states “Every effort should be
made to find ways of communicating with someone before deciding that they
lack capacity to make a decision based solely on their inability to communicate.
Also, you will need to involve family, friends, carers or other professionals. The
assessment must be made on the balance of probabilities – is it more likely
than not that the person lacks capacity? You should be able to show in your
records why you have come to your conclusion that capacity is lacking for the
particular decision”.
9.434. If

an individual has been assessed as lacking capacity then any action
taken, or any decision made, on behalf of the person, must be made in his or
her best interests (principle 4 of the Act). The person who has to make the
decision is known as the ‘decision maker’ and normally will be the carer
responsible for day-to-day care, or a professional such as a doctor, nurse or
social worker where decisions about treatment, care arrangements or
accommodation need to be made.
9.435. The

role of the Independent Mental Capacity Advocate (IMCA) was
introduced as part of the implementation of the Mental Capacity Act (2005).
IMCA’s are a legal safeguard for people who lack the capacity to make specific
decisions: including making decisions about where they live and about serious
medical treatment options. The IMCA role is to support and represent the
person in the decision making process and make sure that the Act is being
followed.

9.436. The

Social Care Institute for Excellence describes the circumstances
under which a person should have an IMCA:



“The person is aged 16 or over
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A decision needs to be made about either a long-term change in
accommodation or serious medical treatment
The person lacks capacity to make that decision, and
There is no one independent or services, such as a family member or friend,
who is “appropriate to consult”.

9.437. IMCA’s

are primarily intended to be a safeguard for people who do not
have family or friends who can represent them. However, it is considered good
practice to utilise an IMCA where there is a dispute between the services and a
family about the best interests of an individual who lacks mental capacity to
make a decision. This works to maximise the individual’s potential to contribute
to any decision that is made.
9.438. In

addition, there is often a need for wider, ongoing advocacy for people
with complex physical and intellectual care needs. Raising Our Sights (2010)
highlighted the importance of independent advocacy to this group of people and
one of the recommendations was “Local health and social care commissioners
should commission the development of independent advocacy arrangements to
represent the interests of adults with profound intellectual and multiple
disabilities. They should include funding for continued advocacy in the package
of self-directed services for adults with profound intellectual and multiple
disabilities”.
9.439. Oxfordshire

County Council and NHS Oxfordshire produced The Big Plan:
Making a Difference for Adults with Learning Disabilities 2012-2015 which
described how these two organisations would use resources to support adults
with learning disabilities. In relation to advocacy, the plan outlined that “A
fundamental principle of the learning disability service is to ensure that people
who use the services and their families are engaged in planning and decision
making and supported to make choices”. The document states that the
investment in local advocacy services focused on self-advocacy for this client
group but also included investment into development of the IMCA services
which “support vulnerable people who cannot speak up for themselves or don’t
have anyone to speak up for them, at times of significant change”.

Findings
9.440. In

November and December 2004, the Transition Plan and an amended
Statement of Special Education Needs were produced. These documents
stated that Nico showed some understanding of language assessed by his
response to speech directly addressed to him. However, his capacity to
participate in decision making was not addressed.
9.441. In September 2005, in the SaLT report from Penhurst, it is noted that Nico
“uses a communication book with symbols which helped staff use symbols in a
much wider variety of contexts which is giving Nico the opportunity to make
more choices and give his opinions”. This is followed in the report by clear
guidance on how to communicate effectively with him. However, there is no
reference to Nico’s capacity to make decisions.
9.442. In

November 2005 the SaLT report noted that Nico “clearly understands
the flow of simple language responding appropriately to simple stories or
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instructions in a game. He needs to be pressed to give reliable yes/no
response. However when focussed he is able to answer questions quickly and
reliably”. This report suggests that Nico did have a level of capacity, related to
day-to-day decision making.
9.443. On

13 June 2008, the Oxfordshire Learning Disability Care Management
Team received a letter from Ian and Rosi, in response to an adult placement
they were endeavouring to set up for Nico. The letter made clear that Nico was
able to communicate his wishes and had a reasonable understanding of the
situation and “He has very clearly expressed that his choice is to attend
Redwood House”. There is no evidence in the records seen by the Independent
Investigation that this statement was either considered or tested by the Care
Management Team.
9.444. In

addition, at this time there were opportunities missed to involve both
Nico and/or his advocates. An example of this was a request by Rosi Reed to
involve Nico’s “Connexions PA” in transition planning for him.
9.445. In

January 2010, a care manager from the Learning Disability Team
contacted Ian and Rosi about the possibility of applying for a grant to purchase
assistive technology to support Nico with his decision making. There was no
evidence within the record that this was ever followed up.

9.446. In

July 2010 there is the first formal mention of the Mental Capacity Act
(2005) in relation to a Best Interests meeting being held to make decisions
about future accommodation for Nico. On 9 July, there was a note made in the
care management record to say that a telephone call was made to the IMCA
service and a message left. A Best Interests meeting was held on 23 July 2010.
No IMCA or other advocate was present and there is no evidence of a Mental
Capacity Act (2005) assessment having been carried out prior to the meeting to
establish capacity in relation to this decision or evidence of attempts to
communicate with Nico.
9.447. The

purpose of the Best Interests meeting was to make the decision
about where Nico should live once he left his placement at Penhurst School.
From the records it appears that the focus of the meeting was much more about
unblocking the impasse with the family about moving Nico from the educational
establishment into either residential care or supported living.

9.448. The

Chair of the Best Interests meeting, opened by saying that although
Nico could make choices about many things in life, he lacked the mental
capacity to understand and decide on the particularly complex decision about
his future. It is difficult from the record to understand what evidence the Chair
used to support this statement. It is also unclear as to what efforts had been
made to involve Nico.
9.449. On

23 August 2010, a Learning Disability Care Manager made a referral
to the Psychology Team and requested a mental capacity assessment to
establish whether Nico was able to “decide/participate in a planned move to a
new home/supported living environment”. Whilst this action was appropriate, it
was too late for the Best Interests meeting which had put a number of actions in
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train and it was unclear from the records, whether there was an outcome from
the referral
9.450. In the autumn of 2010, a further review of Nico’s person-centred plan took
place. Whilst this planning, facilitated by an advocate for the family with the
requisite skills, was excellent in terms of engaging Nico, there is no reference to
either capacity to participate in decision making or the Mental Capacity Act
2005.
9.451. In

October 2010 a FACE Overview Assessment also took place, led by a
Senior Practitioner from the North Oxfordshire Learning Disability Team. This
assessment again reiterated that Nico had a diagnosis of “severe learning
disability (PMLD)” without evidence of assessment or evidence of Nico having
been engaged in the process.
9.452. On

15 October, Ian and Rosi met with the Transitions Care Manager and
asked whether the Best Interests process had been “legal” under the Mental
Capacity Act (2005). They were told that it had.

9.453. In February 2011 Rosi Reed asked the Physiotherapist (who provided
care for Nico) whether she should ask for an assessment of consent and
mental capacity from the SaLT. The Physiotherapist recorded her response in
the clinical record as “sent the recent assessment and clarified the law around
mental capacity and best interests … [Nico] has some ability to give informed
consent about activities he enjoys. Major changes to his life and
medical/surgical management requires a “best interests” approach. Provided
information about “Raising our Sights”.
9.454. After

the age of 16 Nico underwent a number of medical tests and dental
treatment. There is little evidence to demonstrate that the Mental Capacity Act
(2005) or Best Interests decision making was applied in these situations,
although it is acknowledged that the Independent Investigation did not have
access to Nico’s full medical records.

Conclusions
9.455. There

is a paucity of evidence to demonstrate a consistent and
appropriate application of the Mental Capacity Act (2005) in relation to Nico.
Given his difficulty with communication, this legislation should have
underpinned all decision making for Nico post 16 years and reference to it
should have been included in all transition and other care plans.
9.456. There

is no evidence in the records made available to the Independent
Investigation that a Mental Capacity Assessment, in relation to any decision,
was carried out with Nico. Even if an assessment was completed and
demonstrated lack of capacity, Best Interest decisions or processes are not
evidenced (or appear to have been applied) in later care.
9.457. It

is difficult to identify how decisions were made about Nico’s mental
capacity and competence. Nico clearly had severe physical and
communication impairments arising from cerebral palsy but the evidence seen
by the Independent Investigation leaves the matter of his mental capabilities
104

Nico Reed Investigation
unclear. There is evidence to suggest that he had a degree of mental capacity
and was able, with care and support, to make his views known. His family
expressed this view strongly. However at different stages of his life Nico had
been diagnosed as having significant learning disabilities, without clear
assessment evidence to support this and provide clear direction.
9.458. The Mental Capacity Act (2005) is clear that “a person’s capacity must not
be judged simply on the basis of their age, appearance, condition or aspect of
their behaviour” (MCA Code of Practice Chapter 4 page 40). In relation to Nico,
it is possible that professional staff observed his physical and communication
impairments and made assumptions about his level of mental impairment.
9.459. It

is probable that the education psychology reports undertaken during
Nico’s time at Penhurst School would hold the key to the issue of the extent of
mental capacity for Nico. It would appear that this knowledge about Nico did not
inform explicitly the commissioning and care approach once he reached 16
years. This makes any apparent omissions in relation to the Mental Capacity
Act (2005) and Best Interests framework even more problematic – especially
when services encountered profound disagreements with Nico’s family.
9.460. Good

communication strategies to ascertain Nico’s mental capacity, likes
and dislikes, and to enable him to maximise his contribution to care planning
and decisions about his health, care and life in general should have been in
place. There is little evidence to suggest that these strategies were in place.
This commitment to communication is at the heart of the Mental Capacity Act
(2005) and provides the legal basis for providing communication support and
should have applied.

9.461. Given

the complexity of Nico’s communication needs and in keeping with
the spirit of the Mental Capacity Act (2005), advocacy could have been made
available and formed part of the care planning process. Ian and Rosi clearly
acted as good advocates for Nico but there could have been consideration
given to the provision of skilled and independent advocacy at key points in his
care. This would have acted to maximise Nico’s potential to make his own
decisions.

9.462. In

relation to Nico’s fall from his wheelchair and subsequent adult
safeguarding process; this was an occasion when an IMCA should have been
appointed. The outcome of the investigation into the fall appeared to be
unsatisfactory and there seemed to have been no attempt to find out from Nico
himself, what might have happened. This is examined in the Safeguarding
report section directly below.

9.463. In

summary; the proper use of the Mental Capacity Act (2005) and full and
complete mental capacity assessment should have been applied in all aspects
of care planning and service delivery for Nico. Given Nico’s particular set of
challenges and the difference of opinion between his family and carers as to his
mental capabilities and needs, this could have included provision (as part of his
care package) for a long-term regular advocate. This advocacy could have
been provided in addition to the potential use of an IMCA. A proper exploration
of Nico’s mental capacity by both health and/or social services staff might have
105

Nico Reed Investigation
enabled him to be more engaged with his care and might have reduced some
of his evident stress, noted in his records. It would also have provided a clear
framework for the management of the ongoing disagreements between
Services and Nico’s family.


Contributory Factor 11. The Mental Capacity Act (2005) and Best
Interests framework was not adhered to; this was a legal requirement.
Had it been adhered to then it would have ensured Nico was included
in all decisions pertaining to him in the fullest manner possible. It
would also have been the most suitable mechanism to address the
ongoing disagreements between Nico’s family and Services.

Safeguarding Vulnerable Adults
Context
National Context - Safeguarding
9.464. At the time of Nico’s death, Safeguarding Adults remained a responsibility
placed upon Local Authorities through the No Secrets Guidance issued under
Section 7 of the Local Authority and Social Services Act 1970. Paragraph 1.4
of No Secrets states that “Local authority social services departments should
play a co-ordinating role in developing the local policies and procedures for the
protection of vulnerable adults from abuse. Social services departments should
note that this guidance is issued under Section 7 of the Local Authority Social
Services Act 1970, which requires local authorities in their social services
functions to act under the general guidance of the Secretary of State. As such,
this document does not have the full force of statute, but should be complied
with unless local circumstances indicate exceptional reasons which justify a
variation”.
9.465. Through

this statutory guidance, health and social care organisations had
a duty to coordinate the partnership to work together to put in place services
which act to prevent abuse of adults at risk, provide assessment and
investigation of abuse and ensure people are given opportunity to access
justice. The Local Authority was given a responsibility for leadership and coordination to ensure that all those who provided services for their citizens, work
together to address the safeguarding agenda. This is delivered through two key
roles:



overseeing investigation and enquiries in response to safeguarding referrals
received;
coordination of the strategic multi-agency safeguarding partnership across
all agencies within the Local Authority boundary, through the establishment
of a Safeguarding Adults Partnership Board (SAPB).

9.466. No

Secrets was further supported by a document produced by the
Association of Directors of Social Services which described a framework for
good practice and outcomes in adult protection.
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9.467. Safeguarding

performance across the partnership agencies was
monitored through the Safeguarding Adults Board and the functional policy and
procedure (rules of engagement) for safeguarding was set for all agencies by
this Board. One of the functions of a Safeguarding Adults Board is to undertake
Serious Case Reviews when an adult at risk dies, there has been multiagency
involvement and abuse or neglect is suspected to be a factor in their death. The
aim of the Case Review is for all agencies to learn lessons about the way they
safeguard adults at risk and prevent such tragedies happening in the future.
9.468. There

was always a clear expectation from the Department of Health that
No Secrets would apply to all statutory agencies, however this was statutory
guidance; it therefore took some time to be implemented in full by the NHS.

9.469. The

Department of Health published a document in 2010 which tied
existing systems of Clinical Governance into Adult Safeguarding in order to
clarify the responsibilities and expectations of NHS staff in relation to this issue.
9.470. In

April 2015, the arrangements for Safeguarding Adults changed as a
result of the implementation of the Care Act 2014. The Care Act 2014 gave
Safeguarding Adults responsibilities a statutory status and set out a clear legal
framework for how Local Authorities and other parts of the system should work
together to protect adults at risk of abuse or neglect.
9.471. Ridgeway

Partnership recognised in their Quality Account 2011/12 the
need to further promote safeguarding amongst their staff. It was set as a priority
area for development in 2012/13 and the aim was to “promote the importance
of policies, procedures and training in relation to Safeguarding across the Trust,
following an Internal Review of Quality and Safety in response to the
Winterbourne View requirements”. This was to be achieved through managerial
discussions in staff supervision sessions, audit of safeguarding training to be
extended to senior managers and a re-audit of safeguarding training after a sixmonth period, to highlight areas for development.

Findings
9.472. On 23 December 2011 a member of staff wrote in the care record “…
[Nico] had a mishap and came out of his chair! He was laughing and appeared
okay. All necessary procedure was followed”. Staff at Barrantynes contacted
the Out of Hours Nurse Triage Service who referred the issue to Nico’s GP. The
GP recorded that he spoke to the staff at Barrantynes and was told that Nico
was “perfectly well in himself relaxed and is not in pain when he moves. Plan:
Plan TBC [to call back] if any problems become apparent”.

The family told the Independent Investigation that on the same date they
received a telephone call from Barrantynes to say that Nico has been found on
the floor in the kitchen. The family went to Barrantynes and collected Nico so
that he could come home for Christmas.
9.473.

9.474. On

24 December, an adult safeguarding alert was made by Barrantynes
staff to social services, which was received by Oxfordshire County Council
Social Services Emergency Duty Team. An accident form was completed and
107

Nico Reed Investigation
an investigation was carried out; CQC were also informed. It was suggested
that staff should ask the wheelchair service for a review of the lap-belt and
produce a risk assessment in relation to the risks. The Physiotherapist was
informed and asked to review the wheelchair and lap-belt.
9.475. On 27 December it was noted in the communication diary by Rosi Reed
“… [Nico] had a better night but woke feeling sick at 6.00am so … [care
support] came in extra early today. He wasn’t feeling too good today and … [the
care support] noticed that, as well as the large bruise on his hip … [Nico] also
has a bruise above his right eyebrow”.
9.476. On

28 December it was confirmed by the Care Quality Commission that a
referral was received from Ridgeway Partnership “We can confirm that CQC did
receive a notification under Regulation 18(2) of the Care Quality Commission
(Registration) Regulations 2009. This notification was complete on 28
December 2011 by the Ridgeway Partnership in relation to an incident on 24
December 2011 where a service user fell from their wheelchair”.
9.477. On

5 January 2012, the Physiotherapist recorded a telephone call with
the Oxfordshire wheelchair service manager. They discussed the possible
cause of Nico’s fall from his wheelchair. It was agreed that the Physiotherapist
would visit Barrantynes to assess the lap-belt and buckle and request approved
repairers to inspect and replace.

9.478. On

12 January the Physiotherapist visited Barrantynes and discussed
with the staff the possible reasons for the incident when Nico was found on the
kitchen floor. No staff witnessed the incident. Staff stated that “… [Nico] can be
left in a room with staff on hand but not necessarily in the same room, so long
as he is secure in his wheelchair or armchair. Regular checks would be
expected”. The Physiotherapist recorded her view that Nico had inadvertently
released the buckle on the lap-belt by involuntary hand movement. Nico was
referred to the wheelchair service to consider whether a solution could be
identified to stop this happening again.
9.479. Ian

and Rosi provided the Independent Investigation with a series of
emails between themselves, the Physiotherapist and the Care Services Leader
who had undertaken the investigation. The Investigator had concluded that it
was likely Nico had inadvertently undone his lap belt and this view was
supported by the Physiotherapist who had expressed the view that, if the lap
belt had not been done up at all, Nico would have fallen from his chair
immediately. Nico’s parents expressed the view that in 22 years, Nico had
never fallen from his chair and were unhappy that the investigation had been
concluded in this manner. They requested a meeting with the management of
Barrantynes as they were concerned as to why Nico was alone in the kitchen
and also why he had not been seen by a GP.
9.480. On

24 February 2012, a meeting took place between Ian and Rosi, the
Care Services Manager, the Investigator, the Manager at Barrantynes and a
Senior Manager from Ridgeway Partnership, to discuss the investigation.
Minutes of the meeting record that Ian and Rosi expressed the view that the
lap-belt had not been secured properly. The findings of the investigation were
that the most likely scenario was that Nico, moving in his chair, had accidently
108

Nico Reed Investigation
released it. The Physiotherapist had concluded this was the case and had
ordered a new belt closure.
9.481. Ian

and Rosi were concerned that Nico had not been taken to Accident
and Emergency despite banging his head and hip; they highlighted that he had
undergone bilateral hip surgery. It was noted that three staff were on shift but
were directly supporting two other individuals and speaking on the telephone to
the mother of the third. Learning was listed as:






ensuring that all staff were aware of the risks to Nico should he fall again
and the Manager would compile a risk assessment;
Nico’s GP was to be made aware of Nico’s previous hip surgery;
two staff were to check that the lap belt was secure after hoisting Nico;
the lap strap colour was to be changed to increase its visibility;
a colourful sign was to be placed in Nico’s bedroom to remind staff to check
the lap strap and buckle were secure and “when … [Nico] is left in his
wheelchair and not being directly supported by a member of staff it should
be clear who will be regularly checking him … [Nico] should also have
something to occupy him during the time he is left unsupported”.

9.482. There

is no record in the documentation received by the Independent
Investigation of the process or the outcome of the adult safeguarding alert.

Conclusions
9.483. It

is not clear from the records whether Nico ever received a new, brightly
coloured lap belt. Ian and Rosi expressed the view that this did not happen and
they were not happy with the outcome of the investigation. They expressed the
view that Nico could not have undone the belt as it was “a five point belt and
Nico did not have the strength or dexterity to undo it”. The family believed that
staff had not done up the buckle on his wheelchair and he was left alone in the
kitchen and fell. They noted that a sign did appear in Nico’s bedroom reminding
staff to check the lap-belt was secure.

9.484. This

fall could have been very problematic for Nico given his previous hip
surgery and staff should have ensured that he was checked by the GP or other
medical personnel. Staff were unable to communicate effectively with Nico
because they did not have the means in place. It was therefore essential that
they made certain he had not experienced any serious harm.

9.485. Ian

and Rosi were concerned that Nico was being left on his own in the
kitchen and wondered whether this was a regular occurrence. The Independent
Investigation could see that Nico’s person centred plan did list the requirement
to check him regularly (every 20 minutes at night and every 15 minutes during
the day) if left alone and that being alone per se was not contraindicated.
However Nico’s parents were justified in their concerns as they were aware that
the competing needs of the other residents might have impacted negatively
upon Nico on occasions.
9.486. Ian

and Rosi were not clear whether the Care Quality Commission (CQC)
had been informed with regard to Nico’s fall. However it should be noted that
Barrantynes care was provided by Ridgeway Partnership through a domiciliary
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care agency arrangement and the regulations require that safeguarding alerts
(from registered agencies) should be notified to CQC.
9.487. The

meeting to discuss the issues around the fall was instigated by Ian
and Rosi. They did not receive information regarding the outcome of the adult
safeguarding referral and there was no record in the documentation to confirm
that the outcome had been shared with staff at Barrantynes. This was poor
practice.

9.488. The

purpose of safeguarding is to ensure that when issues are identified
a protection plan is placed around the individual and interventions are made to
keep the person safe. This requires a good level of communication between
those actually providing the service and the Local Authority who are responsible
for ensuring that adult safeguarding arrangements are in place. The records
received by the Independent Investigation did not indicate that this
communication was effective at the time that Nico fell from his wheelchair.
9.489. It

was the role of the Manager at Barrantynes to ensure that the family
was kept abreast of any communication around the adult safeguarding referral.
The Manager should also have ensured that the new lap-belt was received and
put in place on Nico’s wheelchair. There were only four clients at Barrantynes
and so this should have been possible.
9.490. In

addition it should be noted that Nico’s death was unexpected; however
this alone would not have met the criteria for a serious case review (adult
safeguarding review). The Independent Investigation concludes that a Serious
Case Review was not indicated immediately following Nico’s death in keeping
with national guidance and regulations.



Contributory Factor 12. Safeguarding processes did not appear to be
managed in an optimal manner in relation to Nico’s fall as preventative
actions were not followed through. The independent Investigation
Team draw this conclusion from the absence of direct local authority
safeguarding input and overview. There is no evidence within the
documentation made available to support the notion that this was
managed in keeping with national expectation at the time of Nico’s fall.

Record Keeping and Professional Communication
Findings
Professional Communication
9.491. Multi-disciplinary and agency input around Nico, whilst he was at
Penhurst School and then Barrantynes, comprised a large number of
professionals. There is evidence throughout the documentation that these
individuals communicated with each other reasonably well. Of particular note is
the communication between the hospital staff and the GP as well as between
NHS paediatric and adult services. Staff who were providing care to Nico were
clear in relation to the plans put in place to manage his symptoms, for example,
gastric reflux and vomiting. There was good liaison between child and adult
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gastroenterology services in order to reach a decision that Nico did not require
more surgery for the diagnosis of “foregut dysmotility”.
9.492. When

Nico was at Barrantynes, there was good liaison between the
therapy staff and the GP. This can be evidenced in the records which noted
when professionals visited Nico and what the outcome was. These visits were
also recorded these visits in the communication diaries so that Ian and Rosi
were aware of what was happening with Nico.
9.493. Written

communication between the therapy staff and social care staff
was seen to be good. However for the first year at Barrantynes Nico was under
the social services North Oxfordshire Learning Disability Team and the therapy
staff were based in central and south Oxfordshire.

9.494. During

Nico’s first 12 months at Barrantynes he had a key worker.
However, after this point, it was difficult to identify from the records who Nico’s
keyworker was and this led other professionals to communicate with whichever
carer was on shift at the time. Ian and Rosi could not tell the Independent
Investigation who the keyworker was – the maintenance of such a role could
reasonably have been expected to facilitate and improve communication in
general. There was no rationale given for this change being made.

Documentation
9.495. Documentation received by the Independent Investigation from
Oxfordshire County Council was redacted which resulted in some difficulty in
understanding who was responsible for different elements of the social care
process. However, all of the documentation was electronic and was easy to
read.
9.496. The

Independent Investigation found that the documentation within the
Barrantynes supported living environment to be of an acceptable standard. The
records made by staff are in a diary format, are clear and provided (up until May
2012) a good indication of what Nico had done each day to share with his
parents. The diary moved between home at the weekends and Barrantynes to
ensure good continuity between his parents and carers.
9.497. After

May 2012, however, a new system of recording was implemented by
Ridgeway Partnership which required a focus on one-to-one hours. Evidence
would suggest that staff were unclear about how to complete the forms and
they gave very little information about Nico and what they had been achieved
on each of the days. The Psychologist, who reviewed these forms as part of an
exploration of whether Nico was happy at Barrantynes noted he was told that
“Daily activities and hours of support given are recorded on a weekly
timetable, along with space for staff to write in comments about what …
[Nico] has done during the day (this has recently replaced a system of using
a regular diary to describe … [Nico] activities). From observation, total support
hours for the week were often not clear, as week summary sheets not
completed”.
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The information the family were given about funding and one-to-one
hours was not as transparent as it should have been and would have benefitted
from clearer explanation and recording processes.

9.498.

9.499. Nico

had a clear person-centred plan and health plan in place which was
regularly reviewed and updated. In addition he had seven risk assessments:
manual handling; evacuation; wheelchair use; hydrotherapy; risk of choking on
food; bathing and showering; and sunburn. These documents had been signed
by staff once they had read them, which was good practice.
9.500. Oxfordshire

Learning Disability NHS Trust Ridgeway Oxford City and
South Oxfordshire Domiciliary Care Agency received a review of compliance
from the Care Quality Commission in June 2011. No concerns were raised
about documentation or recording and they commented that the care plans they
saw, across a range of services, were of a good standard.
9.501. The

GP documentation was clear and captured the discussions with Ian
and Rosi about medication and the use of antibiotics. Evidence from the
records would indicate that the GP Practice tried hard to carry out the wishes of
Nico’s parents and provide attentive care for Nico.

Conclusions
9.502. The

evidence shared with the Independent Investigation indicated that
professional communication was of a good standard. In relation to
documentation, it is noted that the person-centred planning for Nico
represented his needs and requirements very well and involved all those
important to him in the development of the document.

9.503. However the overall documentation in the supported living environment
was not always clear. The communication diaries that were in place for much of
Nico’s time were helpful, because they ensured continuity between Barrantynes
and home, and the staff and Nico’s parents could convey information to one
another. In May 2012, the move to a new proforma recording in order to capture
information in relation one-to-one hours was not helpful. This style of recording
did not provide a good picture of what each individual was doing and what they
enjoyed. It moved the emphasis from activities and events to counting hours
which, whilst useful for the organisation providing care, it was not in keeping
with the ethos of good person-centred communication.
9.504. It

is important that individuals within supported living environments have
clear arrangements for a keyworker in place. The keyworker should take a lead
and be clear about the progress and needs of individuals, liaise with family and
work closely with health care professionals; communication is an essential role.
The family highlighted (and it was unclear from the documentation) that
throughout the two years that Nico spent at Barrantynes they did not know who
his keyworker was.
9.505. The

Independent Investigation concludes however that whilst professional
communication and documentation was of a good general standard, full
multidisciplinary and multiagency effectiveness relies upon joint assessment
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and planning; good communication and documentation alone does not
guarantee that an optimal approach will be taken.


Service Issue 3. Recording interactions in relation to funded hours was
not in keeping with good communication or personalised care. In the
absence of Key Worker allocation this made consistent and quality
communication with the family more difficult.

The Circumstances relating to Nico’s Death
Context
9.506. The

circumstances of Nico’s death were subject to a Coroner’s Inquest
held on 29 October 2013 and 11-12 December 2014. The Coroner heard that
Nico was found unresponsive at around 06.00 hours on the 22 August 2012. He
was found by the waking night staff member who noted that he was positioned
in the bed, with his head thrown back and to one side and there was about “half
a cup of blood which came from his mouth” when he tried to tilt Nico’s head
forward.

9.507. The

carer ran to get the registered nurse (sleeping upstairs on sleep-in
duty specific to another resident) and started cardio-pulmonary resuscitation
(CPR). An ambulance was called at 06.19 hours; the community first responder
arrived at 06.25 hours and moved Nico from the bed to the floor to continue
CPR. The paramedics arrived at 06.34hours and continued resuscitation. They
transported Nico to hospital at 07.02 hours where he was pronounced dead at
07.30 hours.
9.508. A

post-mortem took place on 23 August 2012 and the cause of death was
confirmed as aspiration of gastric contents. At the Coroner’s Inquest, it was
argued with success that Article Two of the Human Rights Act 1998 should be
engaged. This increased the remit of the Coroner’s Inquest to “look at the
circumstance the deceased came by his or her death”.
9.509. At

the conclusion of the Inquest, the Coroner noted that there was no
specific risk assessment for morning vomiting but that “it was an ongoing risk
and a significant one”. However he also accepted the evidence that Nico’s
morning vomiting had improved.

9.510. The

Coroner stated that there was a general system of 20 minute checks
overnight for each of the clients at Barrantynes and this was a guideline. On the
morning Nico died evidence showed that 45-60 minutes had elapsed before he
was found unresponsive “The question that certainly will have been in the
minds of people is could … [Nico] have been saved if he was not left for 45 or
60 minutes? All I can say to that is, possibly. I think that is all I can say”.
9.511. The

Coroner found, in a short narrative verdict that “... [Nico] was 23
years old when he died on 22 August 2012 at Barrantynes, Chalgrove,
Oxfordshire. He had cerebral palsy and lived in supported residential
accommodation assisted by carers. He was wheelchair bound. He also suffered
from gastric reflux and was at risk of aspirating stomach contents. He was
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PEG-fed through a tube direct into his stomach. He was last fed at
approximately 20.00 on the evening of 21 August 2012, in a semi-reclined
position in bed at an angle of approximately 45 degrees. He was checked
during the course of the night and between 05.15 and 05.30 he was heard to be
breathing by a support worker. At approximately 06.15, when he was next
checked, he was unresponsive and not breathing. CPR was commenced but he
was pronounced deceased at the John Radcliffe Hospital shortly after arrival by
ambulance at approximately 07.30. The immediate medical cause of death was
aspiration of gastric contents leading to a cardiac arrest”.

Findings
Outstanding Issues
9.512. It is important to note that the Independent Investigation has not reinvestigated matters that have already been addressed by either the Coroner or
the internal investigation in a satisfactory manner; instead the Investigation has
focused upon unresolved issues.
9.513. The

findings of the Coroner were entirely reasonable and conclusive.
However there were some issues that the Independent Investigation wished to
explore in more depth, and there were also some outstanding questions that
the family requested the Independent Investigation to consider. The family
requested the Investigation to find out why:




there had been inconsistencies in the account of events on the morning of
Nico’s death given at the Inquest by the two witnesses involved;
Nico had bruises on his face after death;
Nico had blood in his mouth and on his pillow.

9.514. The facts in relation to the events of the morning Nico died are reliant
upon the memories of the two staff members present; they were both deeply
shocked by what had occurred and subsequently required counselling. One
witness (the registered nurse) had previously been involved in another
traumatic Inquest, and became very distressed when interviewed by the
Independent Investigation; the other witness (the carer who found Nico
unresponsive) refused to attend for interview or have any involvement with the
Investigation.
9.515. Neither

the carer nor the nurse could remember who called the
ambulance but evidence would suggest that this was the carer, because the
ambulance control talked him through the resuscitation procedure over the
telephone whilst he carried it out. The nurse telephoned Ian and Rosi and the
Manager of Barrantynes to alert them as to what had happened and closed the
bedroom doors of the other residents. The community first responder later
confirmed that the carer was undertaking chest compressions and the nurse
was also in the room when he arrived.

9.516. It

was noted that the carer had written in the statement to the Coroner on
26 June 2014, that the nurse performed mouth-to-mouth resuscitation. She was
very clear in her evidence that she did not. It is not possible to explain why this
contradiction occurred but the shocking circumstances might have made it
difficult for clear recollection. When the ambulance crew arrived, they told the
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Coroner that the carer was is such a state of distress that they had asked the
nurse to take him from the room.
Independent Forensic Pathology Advice
9.517. The Independent Investigation sought initial advice from a Consultant
Histopathologist. This was because Nico’s risks had been complex in life – neck
hyperextensions and the risk of asphyxiation and the known risk of aspirating
his vomit and saliva - and because of the unresolved issues that Nico’s family
had raised.
9.518. This

initial advice, once given, recognised that there were several
complex issues that had not been reviewed explicitly during the Coroner’s
Inquest. The Consultant Histopathologist also raised concerns about time and
cause of death that required further consideration. The advice was for the
Independent Investigation to seek further expert Forensic Pathology opinion in
order to obtain maximum clarity and to address the outstanding issues that the
family were still struggling to come to terms with.

9.519. An

expert forensic opinion from a Home Office Registered Forensic
Pathologist was sought. He made a thorough review of all relevant
documentation, including the original pathology report provided to the Coroner.
The opinion of the Forensic Pathologist was that the cause and time of
death as found by the Coroner were correct. In addition, he supported the
original Pathologist’s view that the cause of death was aspiration of gastric
contents.

9.520.

9.521. In

relation to the “half a cup of blood” which came out of Nico’s mouth as
he was moved by the carer, the Forensic Pathologist explained that without
examining the body, he could not be certain where this came from. However,
he could speculate that this blood was likely to have come from a possible bite
injury at the back of the mouth, caused during the aspiration event. The blood,
mixed with excess saliva, would increase the volume visible to the carer who
found Nico.

9.522. During

a routine post-mortem, the facial skin of an individual is not always
retracted (although this is usual process at a forensic post-mortem). Nico’s
facial skin was not retracted; this means that any injuries deep inside the cheek
would not be clearly visible to the Pathologist, hence there being no mention of
this in the Post-mortem Report. There was no sign of any other injury to the
face or mouth that could account for the blood.
9.523. In

relation to Nico’s facial bruising the paramedic crew who had worked to
resuscitate Nico gave evidence to the Coroner that this had been difficult and at
least two members of their team had attempted to pass an intubation tube down
Nico’s throat to aid breathing. Nico’s neck had been described as “very stiff”
which would have made positioning of his face and neck difficult to achieve.
The Independent Investigation, supported by advice from the Forensic
Pathologist, concludes that this is the likely explanation for the bruising around
Nico’s mouth and on his face.

Conclusions
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9.524. After

a thorough examination of the evidence the Independent
Investigation concurs in full with the findings of the Coroner’s Inquest. We also
concur with the findings of the internal investigation (see section directly below)
in relation to the 20 minute delay in calling for the ambulance.
9.525. However

it is clear that Barrantynes was neither equipped nor prepared to
manage such an event. It was confirmed that no suction equipment was
available within this supported living environment. Whilst it could be argued that
supported living provides a ‘home from home’ environment and not a hospital or
registered care facility, Nico had risks in relation to his physical problems that in
the words of the Coroner were “significant”. It is evident that on the morning
Nico died neither of the Barrantynes staff on duty were able to perform basic life
support without support over the phone from the ambulance service. Whilst this
cannot be shown to have contributed to Nico’s death, it is a significant issue.

9.526. It is entirely reasonable to have expected the support staff to be capable
of carrying out basic life procedures especially when it had been recognised
that Nico had known risks from both aspiration and asphyxiation. It was evident
from the records of the internal investigation carried out after Nico’s death, that
the staff within Barrantynes had all undergone basic life support training.
9.527. It

is also evident that death, either expected or unexpected, was not
something the Barrantynes staff had significant experience of. The distress of
the staff impacted upon their ability to work with the family after the loss of Nico.
Whilst Barrantynes is a supported living facility it was managed at the time of
Nico’s death by a large health care provider and this aspect should have been
managed better by a senior officer from the organisation. Consequently Nico’s
family suffered a high degree of additional trauma from which they are still
struggling to recover.


Service Issue 4. Staff within Barrantynes had undertaken basic life
support training but appeared to be unable to perform these
procedures without support, on the morning Nico died. Whilst this
cannot be shown to have contributed to Nico’s death, it was not an
acceptable situation as Nico had known and significant risks of both
aspiration and asphyxiation.



Service Issue 5. The staff at Barrantynes did not appear to know what
to do in an emergency situation and this caused delays to the
ambulance being called.



Service Issue 6. Despite Nico being at risk of aspiration, there was no
suction equipment on site within Barrantynes.



Service Issue 7. Directly following Nico’s death the family’s distress
was compounded by a lack of appropriate communication and
support. Whilst it can be understood that the staff at Barrantynes were
unable to provide this, a senior officer of Ridgeway Partnership should
have been assigned to the family to ensure that this essential function
was fulfilled.
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The Management of the Internal Investigation Process
Context
9.528. The

National Patient Safety Agency (NPSA) framework for Reporting and
Learning from Serious Incidents requiring Investigation (2010) and the Serious
Incident Framework (2013) published by the NHS Commissioning Board,
provided the framework to undertake investigative reviews of serious incidents
occurring within the NHS. A serious incident requiring investigation (SIRI) is
defined as an incident that occurred on an NHS site or elsewhere whilst in
NHS-funded or NHS-regulated care. Unexpected death is one of the categories
that would require a SIRI investigation. Once a death occurs, it should be
reported to the Police (when appropriate), the commissioner of care and the
Care Quality Commission (CQC) as the regulator of service. The death should
then be entered onto the Strategic Executive Information System (StEIS) for
serious incidents requiring investigation for persons receiving NHS funded care.
9.529. Service

providers are required to “undertake and submit a completed
investigation with related improvement action plan to the commissioners of the
services via the StEIS within 45 working days of the initial report... to ensure
that investigations are completed in a timely manner. This is to establish
whether any act or omission on behalf of the provider has caused the serious
incident and at what level of impact. If it has then prompt actions can be taken
to rectify the failings and reduce the likelihood of recurrence”. The 45 day
timescale was subsequently increased to 60 days in the 2015 iteration of this
framework.

Findings
9.530. The

death of Nico was reported to the Oxfordshire Primary Care Trust by
Ridgeway Partnership on 23 August 2012. The report was placed on StEIS and
opened as a Serious Incident Requiring Investigation (SIRI) and the deadline
for production of the completed internal investigation (root cause analysis) was
26 October 2012.
9.531. Immediate

statements were taken from all the staff involved in the incident
and an investigating officer from Ridgeway Partnership was identified to lead
the investigation. This individual was the RCA (Root Cause Analysis) and
Complaints Investigation Officer who had experience of undertaking
investigations of this nature. However, the investigation was put on hold, whilst
the Ridgeway Partnership sought further information about the Coroner’s
Inquest.
9.532. On

24 August the GP received a letter from the Coroner with a request for
a medical report. The North Oxfordshire Learning Disability Care Management
Team, as commissioners of the care, was also informed.
9.533. In

September 2012, a Management Consultancy (who had been brought
in by NHS South of England to undertake a review of Quality and Safety at
Oxfordshire Learning Disability NHS Trust) produced a report. The focus of the
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review was on specialist healthcare services, particularly bed-based services,
and not on the social care services (which would include supported tenancy
services such as Barrantynes). However, the broader cultural and managerial
issues were relevant to all services within the Trust.
9.534. The executive summary of the report outlined key findings and highlighted
evidence of a “culture of defensiveness and at times complacency in relation to
quality and Serious Incidents Requiring Investigation (SIRI’s) in
particular”…OLDT has a limited management infrastructure and this impacts
upon the reviewing of incidents and implementing change as part of learning
lessons …There are a range of processes in relation to SIRI’s but they do not
appear to join up to provide a coherent view that enables to [sic] Board to ask
the right questions and to effectively challenge senior managers…The
understanding of the role and function of Safeguarding and how it fits into the
wider SIRI processes is variable…Disciplinary action is often seen as a primary
method of response to SIRI’s”.
9.535. On

16 October 2012, Ridgeway Partnership made a ‘Stop the Clock’
request to Oxfordshire Primary Care Trust. The internal investigation was due
for completion; however the organisation was still awaiting a date for the
Coroner’s Inquest. The response from the Primary Care Trust was that the date
of the deadline for the report could be extended but the ‘Stop the Clock’ request
was declined. An extension for submission of the report was granted for 31
January 2013.

9.536. On

1 November 2012, Southern Health NHS Foundation Trust acquired
Oxfordshire Learning Disability NHS Trust/Ridgeway Partnership and many of
the staff transferred over into their employ. Assurance was given that all SIRI’s
inherited would be part of the Southern Health NHS Foundation Trust process.
9.537. On

13 December 2012, the Investigating Officer for Nico’s SIRI requested
records from Barrantynes that related to when Nico received his oral feeds; this
person was the original investigator and was not changed when Barrantynes
transferred to Southern Health NHS Foundation Trust. She also asked whether
Nico had one to one support when he was having his PEG feeds.

9.538. On 23 January 2013, the internal report was completed. It was noted that
a decision had been taken not to involve Nico’s family in the investigation.
9.539. The

conclusions of the report stated that “The root cause of … [Nico’s]
death according to the post mortem report was “asphyxiation of the bronchial
tubes”. From investigation of the systems in place to support … [Nico] at
Barrantynes, there appears to be no issues which were overlooked with …
[Nico’s] support on the morning of his death on the 22nd August. However,
according to the times given by staff in the timeline, there was at least a 20
minute delay after staff made the call to the emergency services before the first
response paramedics arrived, which could have impacted on the time taken for
… [Nico] to be admitted to hospital”
9.540. The

recommendations were:
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“Clear handover process for when service users go or return to their home
after holidays or visits to the family home
This root cause analysis should be reviewed following the Coroner’s Inquest
and any recommendations for learning should be applied”

9.541. In

March 2013, the Standard Operating Model for Managing Serious
Incidents within Services Directly Commissioned by NHS England was
published in draft to supplement the existing SIRI policy. It was noted by
Oxfordshire Primary Care Trust that they had been “right to keep the SIRI open
pending outcome of Coroner’s inquest”.
9.542. On

19 March 2013 the standing SIRI Closure Meeting was held at
Oxfordshire Primary Care Trust. The internal report relating to Nico’s death was
discussed and closure was refused. Actions arising from the meeting were to
ask South Central Ambulance Service for the information about timings on the
morning of the death, add a recommendation to offer grief counselling to the
family and await the outcome of the Coroner’s Inquest (date had not yet been
set). On 30 April and 11 June 2013 the standing SIRI Closure Meetings were
cancelled by Oxfordshire Clinical Commissioning Group (the successor body to
the Primary Care Trust) as there were no new SIRI’s for closure. Actions from
the previous meeting in relation to Nico were therefore not addressed.
9.543. On

1 August 2013 the SIRI Closure Meeting was held at the Oxfordshire
Clinical Commissioning Group (CCG). It was noted that the SIRI relating to
Nico was still open and awaiting the Inquest but no date had been set. It was
also noted that the organisation involved was TQ21, the social care arm of
Southern Health NHS Foundation Trust. On 15 October 2013 the SIRI Closure
Panel was held but Nico’s SIRI was not discussed.

9.544. On

29 October 2013, the Coroner’s Inquest was opened and as it was
reported that the family had instructed a barrister and submitted papers just
before the Inquest it was recognised more time was required.

9.545. On

21 January 2014 the SIRI Closure Meeting was held and Southern
Health NHS Foundation Trust staff informed the group that the Inquest had
been opened and adjourned. The action from the meeting was to present the
StEIS report at the meeting on 15 April 2014.
9.546. On

15 April 2014, it was noted that Southern Health NHS Foundation
Trust had received no further information from the Coroner and therefore had
nothing further to present. They were asked to contact the Coroner and provide
further information to Oxfordshire CCG by 25 April 2014. In addition they were
instructed to contact the Ambulance Trust to find the information about call
times and present this on 25 April 2014.
9.547. On 15 April 2014, information was received by Oxfordshire CCG from
Southern Health NHS Foundation Trust regarding the ambulance times “In
response to the question raised regarding SCAS response times – we have the
following information taken from SCAS records; Call was made at 0619 hours
and the arrival at the scene was 0634, they departed for the hospital at 0702
and arrived at the hospital at 0719 hours”.
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9.548. On

27 May 2014 at the SIRI Closure meeting, it was noted that Southern
Health NHS Foundation Trust reported that no dates for the Coroner’s Inquest
had been received and the action was to share Inquest dates with Oxfordshire
CCG when received.
9.549. On 26 June 2014, the Commissioning Manager from Oxfordshire County
Council confirmed to the Quality Improvement Manager at Oxfordshire CCG
that commissioned support for Nico “was funded through the LD Pool. He was a
tenant in a supported living service with high levels of support (including waking
night). He was not in receipt of continuing health care funding so his funding
package would be regarded as social care”.
9.550. On

1 July 2014 South Central Ambulance Service confirmed the timings
of ambulance attendance to Oxfordshire CCG. On 21 August 2012 “Time of
call: 06.19, Call categorised as a “Red 1” call – requires an 8 minutes
response, 1st response on scene in 6 minutes and 13 seconds (a community
first responder) – acceptable and correct initial response. Dual crewed
ambulance on scene in 14 minutes and 4 seconds (standard is within 19
minutes)”.
9.551. On

9 July 2014, at a SIRI Closure meeting at Oxfordshire CCG, the action
recorded in the minutes requested Southern Health NHS Foundation Trust to
re-visit the timeline of the incident in the StEIS report - specifically around
timing of night checks and the time taken to call an ambulance; an update was
required for 30 September 2014.
9.552. On

14 August 2014, a meeting was held with Southern Health NHS
Foundation Trust to discuss the management of SIRIs by that organisation. It
was noted that the Oxfordshire CCG experience of SIRIs from Southern Health
NHS Foundation Trust was limited to learning disabilities. However it had been
found that these SIRIs were often “poorly investigated and the root cause was
not always established ... As a result the recommendations often did not
address the genuine root causes. The learning and change that should result
from these SIRI’s was not apparent and staff were reluctant to acknowledge
that change was needed. The quality of the SIRI reports was often of a poor
standard and the CCG had been concerned that SHFT scrutiny of the SIRI
reports was inadequate or that the safety culture was such that the SIRI reports
were considered to be of an acceptable standard”.
9.553. Southern

Health NHS Foundation Trust accepted the summation and
outlined the key changes within the Trust including a new leadership team who
were working in an open and transparent way:





all SIRI’s were to be reviewed by the Medical and Nursing Directors within
48 hours;
all investigators would be root cause analysis trained and have senior
management supervision during investigations;
all reports would be signed off by the Medical and Nursing Directors or their
deputies;
each SIRI would be reported to a divisional quality and safety meeting who
would oversee implementation of actions;
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Corporate structures would be enhanced to oversee triangulation of patient
experience, incidents and audit information.

9.554. On

30 September 2014 at the SIRI Closure Meeting the decision was
made not to close the SIRI which related to Nico. An action plan was to be
presented to the Oxfordshire CCG by 3 October 2014.

9.555. The

Action Plan was submitted by Southern Health NHS Foundation Trust
on 8 October 2014 and outlined two actions;
1. Basic Life Support Training: The Trust would ensure that all members of
staff at Barrantynes were up to date with basic life support. They had
identified one person who was not, but they were now booked on training.
2. Night time checks: The Trust had implemented a night time check proforma
which would be completed by the waking night staff and scanned into a
central system for audit purposes.
9.556. In

early November 2014 an Addendum Report was submitted to
Oxfordshire CCG from Southern Health NHS Foundation Trust. This report
noted the remaining outstanding investigation queries as:





the 20 minute delay between finding Nico unresponsive and calling the
ambulance by Barrantynes staff;
the Oxfordshire CCG request for reassurance that overnight patient checks
were now being recorded in an auditable format; and
the review of the level of physiotherapy – was it appropriate.

9.557. The

response to each of the points by Southern Health NHS Foundation
Trust was that they had no reason to question the accounts given by staff
regarding the delay when they were interviewed and that it was possible that
times may not have been recalled accurately due to the shock that staff
experienced; that the night checks were normally 20-30 minutes and that there
had been a delay of 45 minutes between the two checks of Nico on the morning
of 22 August 2012. The Local Authority had advised, since this incident, that the
frequency of the checks was overly obtrusive and they had been changed to
20-40 minutes. The checks were now being recorded in an auditable format.
Finally the Southern Health NHS Foundation Trust Medical Director had
reviewed the physiotherapy input and was assured that it was appropriate and
safe. It was confirmed that Southern Health NHS Foundation Trust was
sourcing further investigator training.
9.558. A

further SIRI closure meeting was held on 5 May 2015. The decision of
the meeting was “CCG following discussion with … [The Medical Director of
Southern Health] have commissioned an independent review of care…CLOSE
on understanding if the external review raises any new queries it can be
reopened”.

Conclusions
9.559. The

death of Nico was raised initially as a SIRI by Ridgeway Partnership.
This is a process for people who are in receipt of NHS funded care. Nico’s
package of care was commissioned and funded by Oxfordshire County Council
which, as a Local Authority, is not subject to the SIRI Framework. However the
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decision was made on the basis that, whilst the incident did not occur on an
NHS site, the care was provided by Ridgeway Partnership, through their
domiciliary social care services, and this organisation was part of the NHS
family.
9.560. The investigation was commenced the day after Nico died but was halted
(because of the Coroner’s Inquest) and did not commence again until the end
of November 2012. At this point, the service had been acquired by Southern
Health NHS Foundation Trust and became their responsibility. The investigation
concluded in January 2013 and was presented to the Oxfordshire Primary Care
Trust in March 2013 when it was clear that there was information missing.
Southern Health NHS Foundation Trust was required to pursue this information.
9.561. In

March 2013 the Primary Care Trust became a Clinical Commissioning
Group; this was a major organisational change. Whilst the staff responsible for
monitoring the SIRI process remained the same, meetings were cancelled.
The result was that some of the actions from the previous meeting in March
2013 were carried over and there did not appear to be any urgency to ensure
that they were followed up. In the case of the proposal to offer grief counselling
to the family, this was forgotten when the SIRI meetings began again in June
2013; this was remiss. In addition, there was a lot of change of personnel
attending the meeting. There was only one member of the Oxfordshire CCG
who attended eight out of the nine SIRI closure meetings.

9.562. There

was a long delay whilst waiting for the Coroner’s Inquest. It seemed
that this generated a degree of inertia rather than a focus to address the
outstanding issues to ensure that the investigation was completed. It was clear
in March 2013 that there were discrepancies about the timing of the staff calling
the ambulance and yet this issue was not resolved until 15 April 2014. Overall
the SIRI was open for two years and 9 months and was still not completely
resolved at the point of closure on 5 May 2015.
9.563. The

family had no communication with NHS services during the course of
the investigation. They became aware that an internal investigation was being
carried out when the Chief Executive of the Trust (in response to a complaint
letter from the family) told them. However, even at this point in February 2013,
there was no offer to meet with the family to take them through the findings.
9.564. A witness to the Independent Investigation stated “The communication
should have occurred between the service and the family in relation to the
standards contained within the Being Open process”. The Independent
Investigation found that Ridgeway Partnership, and subsequently Southern
Health NHS Trust, did not adhere to the ‘Being Open’ framework and the family
expressed the view that they had been subject to further significant distress as
a result of this.
9.565. It

is clear from the NHS South of England commissioned Management
Consultancy report in September 2012 that Oxfordshire Learning Disability
NHS Trust/Ridgeway Partnership was known to have problems in the
management of SIRI investigations. This organisation was merged with
Southern Health NHS Foundation Trust in November 2012.
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9.566. It

is also now a matter of public record that Southern Health NHS
Foundation Trust also had problems. The Mazars Review Independent Review
of deaths of people with a learning disability or mental health problem in contact
with Southern Health NHS Foundation Trust April 2011- March 2015 (2015)
was very critical of the way the Trust investigated and reported deaths.
9.567. The

Independent Investigation concludes that the internal investigation
processes into the circumstances of Nico’s death were managed poorly by all
concerned. This has led to Nico’s family and friends suffering significant
additional distress which has had a long-term and detrimental effect upon them.



Service Issue 8. Internal investigation processes into the death of Nico
were managed poorly and not in keeping with the ethos of NHS
investigation frameworks or Being Open guidance. This has had a
long-term detrimental effect upon the family and friends of Nico.

10. Summary of Conclusions: Overall Management of Nico’s
Case
10.1. This report Chapter provides a concise set of conclusions based upon the
report sections from Chapter 9. It provides a general narrative rather than a
summary of each set of findings and conclusions already set out above and
seeks to draw together the main points for learning.

Nico
10.2. Nico

was a well-liked individual who shines out from the documentary
record as a young man with a sense of humour and a wish to engage in life. It
is without doubt that his family advocated for him vigorously but it is also
evident that adult services following his transition made assumptions regarding
his mental capacity. It is a fact that there are no explicit statements or
assessments to be found in any of his NHS or social care records (as given to
the Independent Investigation Team) to suggest what impact his learning
disability had upon his cognitive function. It appears from the evidence provided
to the Independent Investigation that assessments of Nico’s mental capacity
were not conducted in line with the Mental Capacity Act (2005).
10.3. Consequently

decisions were made on Nico’s behalf without statutory
agencies ensuring his views were taken into account or that he concurred with
the decisions being made. Had it been established that Nico did not have
mental capacity beyond a certain level for key decisions, then the input from an
independent advocate would have been beneficial, especially when services
and Nico’s family could not reach agreement about Nico’s care.

10.4. That

Nico sometimes presented as anxious and low in mood throughout
the years is a matter of record. However whilst this was acknowledged, little
appears to have been done about it. Nico was a young person with complex
needs but it would appear that he was always seen through the lens of his
disability rather than as an individual who required sensitive and ongoing
assessment in a holistic manner. This was particularly evident during his
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transition from school to adult placement when adjustment issues were neither
considered nor planned for. This must have caused him significant distress.

Care and Treatment
10.5. The

overall care and treatment that Nico received was of a good general
standard. However, it suffered from a lack of multidisciplinary and multiagency
coordination once Nico left his adult Penhurst School placement and entered
supported living. This meant that although Nico had input from a diverse range
of health and social care professionals they never came together as a
coordinated team.

10.6. As

a result, whilst issues and problems were often identified the response
and care planning did not always benefit from a robust multidisciplinary
evaluation. For example: this was evident in the responses made in relation to
Nico’s neck extensions and risk from asphyxiation (which was led mainly by
physiotherapy) and his vomiting and risk of aspiration (which was led mainly by
the SaLT). The complex interaction between the two conditions was neither
assessed nor managed jointly in such a manner that a combined care planning
and risk management strategy could be developed.
Although there was a good person-centred plan for the Barrantynes staff to
follow, it could not in itself replace a well coordinated and holistic
multidisciplinary and multiagency approach.
10.7.

The Role of Commissioners and Funding Model
10.8. The Independent Investigation concludes that issues relating to finance
and resourcing formed the significant hallmarks of Nico’s care and treatment
over the years.
10.9. The

focus upon funded hours became a point of contention between Nico’s
parents and the staff at Barrantynes. Whilst supported living had to run along
the lines of shared hours to large extent – this meant Nico’s needs could not
always be met in the manner that he required. Nico had significant and complex
needs, all of which interacted with each other. He had:









communication needs that required both intensive and sensitive input in
order for him to engage with the world around him;
physical problems with spasms, vomiting and aspiration which required
vigilance and timely intervention;
needs in relation to his cerebral palsy which required limb strengthening and
flexibility exercises and therapy to maintain his strength and wellbeing;
nutritional needs;
continence and tissue viability needs;
social and emotional needs;
specialist equipment needs.

10.10. The

Independent Investigation concludes that whilst there was a great
deal of general assessment activity in relation to Nico and his needs, this was
not balanced by the level of input that followed. It would appear that the ‘loop’
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often went unclosed and that care planning inputs and specialist equipment
issues all boiled down to the availability of funding.
10.11. The Independent Investigation concludes that Nico’s needs were complex
and that his physical and emotional condition appeared to be in decline. At
some stage an assessment under the continuing NHS healthcare framework
should have been advocated. Nico would almost certainly have met the primary
health need criteria and as such would have been able to access full funding in
such a manner that all of his needs would have been met. It should also be
noted that such a funding model would have provided the opportunity for a fully
coordinated assessment and review of Nico’s multidisciplinary and multiagency
inputs on a regular basis. This kind of funding model would have maintained the
full involvement of Nico and his parents and would not have run counter to a
supported living ethos. This was a missed opportunity.

Nico’s Death
10.12. The

Independent Investigation took into account all of the documentary
evidence available and sought expert advice as appropriate. The Independent
Investigation stands by the findings of the Coroner in relation to the time and
cause of death.
Predictability and Preventability
10.13. It is a fact that Nico suffered from two conditions that placed him at
significant risk. First: aspiration due to vomiting and a difficulty in swallowing his
saliva. Second: neck spasms which could block off his airway affecting his
breathing and causing an asphyxiation risk.
10.14. It

is evident from a careful examination of the documentary evidence that
multiple assessments were conducted. It is also evident that Nico was never in
receipt of the following:
1. A robust risk management plan focused on these risks.
2. A sleep system to maintain his position in bed to minimise neck spasms and
provide comfort.
10.15. After a careful examination of what is known about the circumstances
pertaining to Nico’s death it remains uncertain exactly what chain of events
occurred that led to him aspirating his peg feed.
10.16. A

great deal has been made of Nico’s morning vomiting on waking –
which apparently had largely abated. However little has been examined in
relation to Nico’s ever-present risk around aspirating his saliva and vomiting
after neck spasms; events that were not time of day specific. It would appear
that at the time of Nico’s death these were the main risk factors rather than
vomiting on waking.
10.17. Whether

Nico had a care plan in place or not for one-to-one care on
waking is probably not the issue here. The Independent Investigation
understands that Nico would normally sleep through until around 08.00 hours
when he would be wakened and one-to-one care would then be given as his
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personal care needs were carried out. Nico was found unresponsive before his
usual waking time as part of the night checks that were undertaken. The
incident in relation to his fatal aspiration took place at a much earlier time than
08.00 and was not related to any planned interventions (or their omission) for
Nico when awake.
10.18. It

is a fact that there was a delay in conducting the 20 minute check for
Nico on the morning that he died and that a 45-60 minute interval had occurred.
As part of the Inquest the Coroner questioned the Pathologist (who conducted
the post mortem) about the time of death and asked whether Nico could have
died at a much earlier time than thought previously. She could only state that on
balance she believed the death to have occurred at around the time Nico was
found rather than at midnight or earlier in the morning – she could not however
be certain. Ascertaining the time of Nico’s death was not reliant upon when he
was formally pronounced dead later in the morning at A&E. There was doubt in
the mind of all concerned and judgments could only be based upon possibilities
– not certainties.
10.19. When

summing up the Coroner stated that “The question that certainly
will have been in the minds of people is could … [Nico] have been saved if he
was not left for 45 or 60 minutes? All I can say to that is, possibly. I think that is
all I can say”.
10.20. It

is evident that neither the Coroner nor the internal investigation
conducted by the Trust could conclude with certainty whether Nico’s death:







could reasonably have been predicted and managed better;
could have been prevented by an earlier routine check;
took place before he was found unresponsive, or during the panic that
ensued following this discovery, or later that morning at A&E;
could have been prevented by basic life support interventions from the
Barrantynes staff;
could have been prevented by contacting the ambulance service in a
timelier manner.

10.21. Predictability:

The Independent Investigation concludes that an incident
of some kind relating to Nico either aspirating or asphyxiating was predictable.
However the severity of such an incident, or its possible outcome, was not so
easy to predict. It is a fact that Nico went home at weekends and lived in
supported living accommodation during the week; it was therefore
acknowledged that his level of need did not require intensive intervention – the
focus was on normal living albeit in an environment that could cater for his
needs. Without the benefit of hindsight Nico’s death, and the manner in which it
occurred, could not reasonably have been predicted.
10.22. Preventability: The

primary kind of preventability would have required
clinical interventions that could stop Nico’s neck extensions, aspiration and
vomiting. Over the years Nico had been subject to multiple assessments and
interventions. It was acknowledged that nothing more could be done to stop
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these events from occurring and they were managed in this regard in an
optimal manner.
10.23. The

secondary kind of preventability required care planning and risk
management of these intractable conditions. The only intervention that could
have guaranteed a higher degree of safety would have been one-to-one 24
hour care. In Nico’s case there was no risk assessment plan – however had
one been available it would have been unlikely to extend to 24 hour one-to-one
care which would have been disproportionate to the risk. Even had Continuing
Healthcare funding been available it is unlikely this would have identified the
need for such a high level of intervention, particularly at night when Nico was
asleep. Based on the evidence available the Independent Investigation cannot
state, even on balance, that the incident which led to Nico’s death on 22 August
2012 could have been prevented. Neither could it be determined that Nico’s life
could have been saved once the aspiration event had occurred.
10.24. However the Independent Investigation acknowledges that Nico and his
complex conditions could and should have been managed better. Nico should
have been provided with his sleep system which might have prevented some of
his neck spasms from occurring and a detailed risk management plan should
have been in place that described how Nico’s neck spasms, vomiting and
aspiration should have been managed. For example – a plan should have
considered: preventative strategies (regular review and monitoring) and
reassurance (once an event had taken place) at one end of the scale - with
suction, basic life support interventions etc. at the other end of the scale.
However, even if this was all in place, it cannot be assumed that Nico’s life
could have been saved the morning he died.
10.25. The

Independent Investigation cannot go further than the evidence
allows. Every attempt has been made by the Investigation to examine all of the
available information in order to address the issue of preventability. It has not
been possible to make any determinations about preventability that differ from
those made by the Coroner and the internal investigation conducted by the
Trust.

In Summary
10.26. The

Independent Investigation concludes that there are five key areas of
learning from the review of Nico’s life and death. These are as follows:
1. Transition: Nico’s transition was delayed initially due to his parent’s
successful challenge to his leaving Penhurst School at 19 years; however
two years later it was determined that his transition into an adult placement
had to go ahead. In the event Nico’s transition was rushed and, with only
three weeks left within the schedule, was placed at Barrantynes. This meant
that the equipment he needed was not available and the Barrantynes staff
only received a limited amount of the training that they needed before Nico
arrived. Nico’s safety and wellbeing needs appear to have been lost in the
middle of the dispute that had broken out between his parents and the
commissioners of his care package.

127

Nico Reed Investigation
Nico’s care did not appear to recover from this initial disruption. Up until the
day he died (nearly two years later) key equipment was still not available to
him (the sleep system) and his most fundamental need for interactive and
intense communication was still not being met properly.
Nico was a vulnerable adult with significant and complex needs. However
he was a sociable person who was able to interact with those around him. It
is noted throughout the records that he took a long time to get to know
people and form bonds of trust with them; these bonds of trust were critical
in maintaining Nico’s wellbeing. The rapid transition meant that Nico was
taken from the place that had been home to him and where he had been
happy for some years and placed in a new environment with new people. It
would seem that the rapid transition and its longer-term consequences
lowered his mood and increased his anxiety.
In summary: Transition was rushed and not person centred. This most
probably had a long-term effect on Nico’s safety and wellbeing.
2. Funding Model: Continuing Healthcare was seemingly not considered for
Nico. This model of funding could have ensured that the constant issues
about cost and finance were laid to one side and Nico’s needs both
assessed and met in a more immediate and appropriate manner. It is highly
likely that Nico would have been assessed as having a primary healthcare
need. Had this funding model been considered Nico would have had a
robust quality review of both health and social care inputs on a regular basis
and his particular needs would not have had to compete with the other
residents at Barrantynes, due to the shared hours model. Continuing
Healthcare would also have ensured the consistent input from a person who
would have been able to coordinate care treatment inputs in a holistic
manner.
3. Overall Coordination of Nico’s Care: Individuals with complex needs often
‘fall between the gaps’ in service. Whilst multiple inputs are supplied these
are often not coordinated; this means that care might not always be
delivered in an optimal manner. This can leave family and friends to
signpost for their loved ones and this is something they might not always be
equipped to do. There is an increasing recognition across the country that
individuals with complex needs require the ongoing input from a formal care
coordinator who can work across all disciplines and agencies.
4. Person-Centred Care Delivery: Nico had a loving family and input from
friends of his family to develop and support his person-centred plan.
However Nico’s needs as a young person do not seem to have been taken
into full account by service. Whilst they needs were met in general the
Independent Investigation concludes that more could and should have been
done to work with him especially in relation to establishing a good
communication process which allowed him to make choices about his dayto-day life.
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5. Capacity and Best Interests: This aspect of Nico’s care was managed
poorly over time. It would appear that assumptions were made by services
in relation to Nico’s levels of understanding and mental capacity in relation
to ordinary day-to-day decisions and also important long-term decision
making. Services did not consider support from an independent advocate
either during transition or afterwards. This would have been immensely
helpful particularly when there were differences of opinion with Nico’s family
about what he may have wanted. This is not in keeping with all national
good guidance on transition and is an important lesson for learning.

11. Recommendations
The events described in this report occurred over five years ago and
many changes have taken place in the organisations and services since this
time. The Independent Investigation discussed with the family of Nico what they
would like to see recommended in this report. They submitted a number of
statements which are laid out below and from which the recommendations have
been drawn. NB: The blue text below are quotes taken from the family of
Nico and represent their views in relation to the recommendations.
11.1.

In addition, the recommendations are based the contributory factors and
service issues highlighted within the report and the findings of a recent review
commissioned by Oxfordshire Clinical Commissioning Group (OCCG). This
review looked at learning disability deaths between 2011 and 2015 in
Oxfordshire and reflected many of the issues highlighted within this
Independent Investigation report and a precise can be seen at Appendix C.
11.2.

Finally the recent publication of the Learning Disabilities Mortality Review
Programme Annual Report December 2017 (LeDeR Report) outlined a number
of recommendations, many of which had relevance to the findings of this report.
The recommendations from the LeDeR can be seen at Appendix D.
11.3.

Contributory Factors and Service Issues
Outlined below are the contributory factors and service issues identified
throughout this report.
11.4.

Contributory Factor 1. The Independent Investigation Team concludes
from the records seen, that Nico had a diagnosis of Athetoid Cerebral Palsy in
conjunction with a significant Learning Disability. It would appear that the nature
and degree of Nico’s learning disability was never established in a manner that
provided detailed guidance for his ongoing care and quality of life needs once
he transitioned into adult services. It would also appear that Nico’s parents did
not share the understanding of Nico’s condition held by the agencies that were
involved with him over the years.
11.5.

Contributory Factor 2: Nico had a well-known condition whereby he
vomited involuntarily on occasions when waking and when distressed or
unhappy. Towards the end of his life his vomiting on waking had been largely
ameliorated but was still present and was managed reasonably effectively with
11.6.
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inputs and advice from specialists. However it would have been good practice
for a dynamic risk assessment process to have been in place to ensure that
every aspect concerning Nico’s safety in this regard was considered and
managed appropriately.
Contributory Factor 3: Nico had a well-known condition whereby he
experienced Involuntary muscle Spasms/hyperextension of his Neck. It would
appear that these were increasing in strength and that little could be done to
prevent these extensions from occurring. That being said it would have been
good practice for the possible link between anxiety, stress and physical
discomfort to have been explored in conjunction with a dynamic risk
assessment process to ensure that every aspect concerning Nico’s safety in
this regard was considered and managed appropriately with the necessary
funding in place for the equipment that he needed.
11.7.

Contributory Factor 4: It was evident that essential equipment provision
and ongoing therapy inputs were not delivered in a timely manner once Nico
had transferred to Barrantynes in December 2010. This meant that Nico’s
quality of life, safety and general wellbeing were compromised on occasions.
11.8.

Contributory Factor 5: It is evident that Nico’s communication needs
were not addressed appropriately. This meant that Nico’s quality of life, safety
and general wellbeing were compromised on occasions.
11.9.

Contributory Factor 6: It was evident that there was disagreement
between professionals, carers and Nico’s parents in relation to oral feeding and
fluids. This does not appear to have been resolved and in order to maintain
Nico’s safety and wellbeing a Best Interests decision should have been
considered.
11.10.

11.11. Contributory Factor 7: Nico was subject to a rushed and unsatisfactory
transition process which left unresolved issues that impacted upon his health,
safety and wellbeing in the months and years that followed.

Contributory Factor 8: Nico was provided with a supported living
package; he also received additional inputs from healthcare providers – it
should be noted that this input was not coordinated in a formal and person
centred manner which resulted in Nico having several significant areas of
unmet need which impacted upon his health, safety and wellbeing.
11.12.

Contributory Factor 9: Care planning was in general of a good
standard in relation to Nico’s ongoing care needs but it should be noted that
funding issues sometimes led to unresolved issues. However assessment,
care planning and risk management was relatively poor in relation to Nico’s
ongoing health needs. This meant that he was not always afforded the level of
protection indicated by his complex set of conditions.
11.13.

Contributory Factor 10: Nico was a young person who was well liked
and who had an engaging personality. However despite many attempts to
develop person centred plans he did not appear to have thrived at Barrantynes
and many of his needs – such as comfort, safety and wellbeing - were only
partially met.
11.14.
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Contributory Factor 11: The Mental Capacity Act (2005) and Best
Interests framework was not adhered to; this was a legal requirement. Had it
been adhered to then it would have ensured Nico was included in all decisions
pertaining to him in the fullest manner possible. It would also have been the
most suitable mechanism to address the ongoing disagreements between
Nico’s family and Services.
11.15.

Contributory Factor 12: Safeguarding processes did not appear to be
managed in an optimal manner in relation to Nico’s fall as preventative actions
were not followed through. The Independent Investigation Team draw this
conclusion from the absence of direct local authority safeguarding input and
overview. There is no evidence within the documentation made available to
support the notion that this was managed in keeping with national expectation
at the time of Nico’s fall.
11.16.

Service Issue 1: Families should be worked with in accordance with the
ethos of ‘Raising our Sights’ (2010). However the needs of the service user
should always be paramount and when disagreements occur they should be
managed within formal processes and with mediation when appropriate. In the
case of Nico’s family this was not achieved and led to a deterioration of
relationships and a potential for a break down in care arrangements which
would not have been in Nico’s best interests.
11.17.

Service Issue 2: It is evident that the Being Open guidance was not
used appropriately following Nico’s death. This meant that Ian and Rosi were
not communicated with appropriately or offered the support they needed; as a
result the family suffered further additional distress which was unacceptable.
11.18.

Service Issue 3: Recording interactions in relation to funded hours was
not in keeping with good communication or personalised care. In the absence
of Key Worker allocation this made consistent and quality communication with
the family more difficult.
11.19.

11.20. Service

Issue 4: Staff within Barrantynes had undertaken basic life
support training but appeared to be unable to perform these procedures without
support, on the morning Nico died. Whilst this cannot be shown to have
contributed to Nico’s death, it was not an acceptable situation as Nico had
known and significant risks of both aspiration and asphyxiation.
Service Issue 5: The staff at Barrantynes did not appear to know what
to do in an emergency situation and this caused delays to the ambulance being
called.

11.21.

Service Issue 6: Despite Nico being at risk of aspiration, there was no
suction equipment on site within Barrantynes.

11.22.

Service Issue 7: Directly following Nico’s death the family’s distress was
compounded by a lack of appropriate communication and support. Whilst it can
be understood that the staff at Barrantynes were unable to provide this, a senior

11.23.

131

Nico Reed Investigation
officer of Ridgeway Partnership should have been assigned to the family to
ensure that this essential function was fulfilled.
Service Issue 8: Internal investigation processes into the death of Nico
were managed poorly and not in keeping with the ethos of NHS investigation
frameworks or Being Open guidance. This has had a long-term detrimental
effect upon the family and friends of Nico.
11.24.

Recommendations
The recommendations are laid out below alongside the statements from
the family of Nico.
11.25.

The phrase ‘active family member or carer’ is used to denote someone
who is actively involved in caring for the individual with complex needs. Whilst
it is understandable that once a young person becomes an adult, staff may wish
to support their independence, family members and carers often form the
bedrock of care in the individual’s life and should not therefore be excluded
from decisions about their care.
11.26.

Diagnosis
Recommendation 1: All organisations must evidence work to ensure
that their staff listen to and provide appropriate support to parents to fully
understand the diagnosis and prognosis for their child or young adult with
complex needs. This should include the involvement of advocacy where this
may be necessary or helpful.

11.27.

Medication, Treatment and Therapy
“Social services should have read and acted on the excellent Person-Centred
Plan (PCP) that had been facilitated by national experts in the use of PCPs and
put together involving Nico and his family and Penhurst staff. This clearly
described his needs as a young man with a diagnosis of Athetoid Cerebral Palsy
and included details of his established and preferred communication methods,
the importance of supporting him with his health and the physical needs, his
likes and dislikes, his interests and important relationships”
“The staff at Barrantynes should have listened to Nico and used his preferred
communication methods. He should have had a clear communication plan in
place, staff should have been trained to use it and this should have been
monitored”.
“Nico should have had proper access to physiotherapy and hydrotherapy. There
should have been transparency about the expectations of professionals to
deliver this. The training carried out with Barrantynes staff to carry out
physiotherapy exercises and activities should have been properly monitored”.

Recommendation 2: Excellent care coordination is essential for
people with complex needs and a large number of multiagency inputs.
Statutory organisations in Oxfordshire must evidence working together to find a
way to ensure that each person with complex needs has one professional
responsible for coordinating their care. This could be done by creating a similar
11.28.

132

Nico Reed Investigation
system to the Care Programme Approach used within mental health services.
Recommendation 3: All organisations providing care for people with
complex needs must evidence the use of comprehensive risk assessments as
standard. These risk assessments must be dynamic and take into consideration
changes in the condition of the individual and should be discussed with active
family members or carers.
11.29.

Recommendation 4: All social care organisations providing direct care
for individuals with complex needs must evidence training in health literacy for
social care and support staff so that they can identify when conditions are
deviating from that which is normal for the individual. This will support early
recognition and treatment for deterioration in a person’s health and condition.

11.30.

Recommendation 5: All organisations providing care for people with
complex needs must evidence that their staff are trained to understand and
explore all possible means to optimise communication with people with complex
needs to whom they provide care and services, in order to support person
centred care and a good quality of life for the individual.
11.31.

Transition and Assessment, Commissioning and Funding
“Nico’s PCP should have been used by commissioners to identify an appropriate
service and commissioned, utilising the most appropriate funding streams”

“The placement decision should not have been rushed and Nico’s PCP should
have been used to ascertain if the service offered by Barrantynes met his
needs”.
“Barrantynes should have delivered Nico’s support in line with his care plan or
been open about the way they utilised his funded hours and the use of these
should have been properly recorded. A formal agreement about these should
have been on the record so that the family were fully aware and able to challenge
when decisions were made about these and did not meet his needs”.

Recommendation 6: All statutory organisations with responsibility for
the transition of people with complex needs must evidence that a full risk
assessment is completed and essential equipment is in place before the person
is moved to a new placement. Active family members and carers should be
involved closely in the transition process to ensure the safety and wellbeing of
the individual is maintained.
11.32.

11.33. Recommendation

7: Commissioning organisations should explore all
options for funding packages of care with active family members and carers of
people with complex needs, in order to ensure that these options are fully
understood by everyone involved in decision making.
Recommendation 8: Commissioning and provider organisations must
evidence the itemised breakdown of the constituent parts of a care package
and ensure that these fully explained and provided to the active family member
or carer of the person with complex needs. This will ensure that discussions
about possible changes are fully understood within the total care package
funding.
11.34.
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Recommendation 9: Commissioning and provider organisations must
evidence that the option chosen for funding the care package for an individual
with complex needs is revisited on an annual basis. This will ensure that it is
still the most appropriate method to meet the person’s health and social care
needs. This should be discussed with the active family member or carer
involved in the individuals life, to ensure they understand and are involved in
the decision making.
11.35.

Risk Assessment and Care Planning
“Nico’s PCP should have been fully implemented by the staff team at
Barrantynes and any limitations in their ability to carry this out should have been
reported at service reviews and escalated to the commissioner”.
“A dynamic risk assessment should have been in place to manage Nico’s risk of
vomiting so that every aspect concerning his safety was considered and
managed appropriately”.
“Barrantynes staff should have reported Nico’s fall as a safeguarding incident
and an action plan developed to prevent this reoccurring”

Recommendation 10: Provider organisations must evidence that a
comprehensive and dynamic care plan is in place and forms the basis for the
care and treatment received by an individual with complex needs. All provider
organisations must ensure that their staff involves the person with complex
needs and active family members and carers in the development of the care
plan and that this is reviewed on an ongoing basis by staff providing direct care
for the individual.
11.36.

Recommendation 11: Provider organisations must evidence that every
person with complex needs living within their service has an allocated key
worker. In this way, one person within the service can provide an overview of
the individual’s needs and requirements and can ensure necessary actions are
carried out.
11.37.

Family Involvement and Advocacy, Mental Capacity and Best Interests
“All the professionals involved in the planning and delivery of Nico’s services
should have listened to his family who knew him best. His family should not
have been placed in the position where they felt ignored and perceived as
difficult whilst advocating what they knew was best for their son”
“Staff and professionals involved in Nico’s support should have acted in line
with the Mental Capacity act and properly included Nico, and his family as
appropriate, in decisions pertaining to him at all times and especially if there
was any dispute”.

Recommendation 12: All commissioner and provider organisations
must evidence that where disagreements occur with active family members and
carers about the care of the person with complex needs, these should be
handled sensitively with recourse to advocacy and the Mental Capacity Act
(2005) best interests decision making process as required. In this way, the
needs of the person at the centre of the disagreement are represented fully.
11.38.
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Recommendation 13: All commissioner and provider organisations
must evidence that people with complex needs are always involved, as far as
possible, in decisions about their care and treatment. This should include good
use of the Mental Capacity Act (2005) to support decision making and access
to advocacy as and when this is required.
11.39.

11.40. Recommendation 14: All commissioner and provider organisations
must evidence that their staff understand and can appropriately apply the
Mental Capacity Act (2005) to ensure that the person with complex needs has
as much choice and control over their lives as possible

Recommendation 15: The Local Authority, under the requirements of
the Care Act (2014), should work with other agencies to ensure adequate
advocacy is available to support people with complex needs and their family
members when this is required
11.41.

Circumstances of Nico’s death
“All equipment, including the obvious need for suction equipment, should have
been in place before Nico arrived at Barrantynes/immediately after arrival and
the staff team trained to use it at the earliest opportunity”
“Staff at Barrantynes should have been trained to act in emergencies,
emergency first aid and calling an ambulance”.

Recommendation 16: All social care providers must evidence that their
staff are clear about actions to take in the event of an emergency situation and
are confident in delivering basic life support to adults with complex needs if
required
11.42.

Recommendation 17: All social care providers must evidence that,
when providing care for people with complex needs at risk of aspiration and
choking, suction equipment is available on site and that staff are trained to use
this confidently.

11.43.

Recommendation 18: All providers of care to individuals with complex
needs must evidence that their staff have an understanding of the importance
of clear and sensitive communication with family members and carers, following
a death. A senior officer from the organisation should be assigned to the family
to ensure that this essential function is fulfilled.

11.44.

Management of the Internal Investigation Process
“Southern Health should have instigated an internal investigation in keeping
with the ethos of NHS investigation frameworks or Being Open Guidance”.
“Southern Health should have apologised for causing Nico’s family untold
additional distress by failing to communicate in a timely, transparent and
compassionate manner”.

Recommendation 19: All statutory organisations must adhere to both
national and local investigation frameworks and ensure that family members
and carers are given the opportunity to be involved in investigations. This
should include providing an understanding of the investigation process and
11.45.
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timescales and when a serious incident occurs, an opportunity to meet with the
investigators.
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APPENDIX A
Impact Statement from Family of Nico Reed
On 29 January 2018, the Commissioner and the Independent Investigation
Team met with Nico’s family to provide feedback on the report. At this
meeting the family were invited to write a statement for the report about
Nico’s life and how the events outlined impacted upon their family. Whilst
the Independent Investigation Team has not found the evidence to
support everything written by the family, and at times express different
interpretations in the main body of the report, we are of the view that it is
essential that the family have the opportunity to express their thoughts
and feelings in full. We respect the reflections offered by the family and
want to ensure that we provide an opportunity for them to be shared.
At its heart this report is about a happy and healthy young man who was forced
against his will from the home he loved and was happy in, to save money. He
was placed in a home where he was not happy, where he was not healthy and
then he died. After his death his family were made to feel that his life and his
death were so unimportant they were just a bit of dust that had been swept into
the corner, where they would be forgotten.
But Nico was the heart of our family. He was our much loved and treasured
golden boy. We could not allow his life and his death to be so easily swept
aside. It has been a long and exhausting battle to bring the events leading up
to, and after his death, into the light of day. We had no money, no connections
and everything was stacked against us. But we had determination and born out
of love and the desperate need for Nico’s voice to be heard. This is only part of
Nico’s story, but it’s a part we want everyone to know in the hope that this will
not happen again to another young man, to another family.
Nico lived at Penhurst School in Chipping Norton Oxfordshire from the age of 6.
It was a terribly hard decision for us to send our 6 year old away to school, but
from the moment we visited Penhurst we knew we had found somewhere
unique and special which would enrich our son’s life in ways that we could not.
Within months of Nico going to Penhurst he was transformed. Over the years
he grew into a confident, happy little boy, eager to communicate with everyone
he met. At Penhurst he developed into the young man who loved life, was
surrounded by friends and was an outstanding student. By 2010 he was living
in their young adult unit, still coming home to us every weekend, but very much
part of the Penhurst family. He had a volunteer job, sang in the local choir,
played and loved music and filled everyone’s lives with the joy of knowing him.
He had the gift of kindness. He always wanted to support anyone who needed
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extra help or friendship. He had a wicked sense of humour and his laugh was
unforgettable and infectious. It’s not often you meet someone who is
universally loved by all who knew him – but Nico was.
Then in the summer of 2010 his world came crashing down and we were
unable to prevent it.
Unless you have a disabled child you really can’t imagine what it’s like to exist
in a world where people outside the family can change everything about their
lives overnight. In many ways you’re just a normal family. You love your child
and they love you. You want what’s best for them and you want to keep them
healthy and ensure they have happy and fulfilled lives. But you exist in a weird
parallel universe, where outsiders, sometimes people who have never met you
or your child, have the power to tell you what to do and what you can’t do. In
order to get even the simplest thing you have to fight and fight over and over
again.
It so often feels that when you have a disabled child, what the child wants and
the family wants for them, is irrelevant. So often you feel as if you are being
treated like an unnecessarily expensive commodity and as if you should be
grateful for ever shrinking budgets and ever poorer care.
Social Services were quite transparent with us that the reason they were forced
to remove Nico from Penhurst was to save money. While they acknowledged
that they move might possibly affect his health, wellbeing and happiness, they
insisted they had no choice but to do it anyway. The Government had ordered
Oxfordshire Social Services to cut millions from their budget and that meant
making savings anywhere and everywhere they could. It meant there was no
longer money to pay for what Penhurst offered. They could only pay for what
would save them money and stretch their shrinking budget.
We did our very best to fight. Nico was distraught and begged them to be
allowed to stay at Penhurst. Social Services felt Nico lacked the mental
capacity to decide what he wanted and where he wanted to live and they
refused to give Nico a mental capacity test. In a meeting they told us “we
assume everyone with cerebral palsy lacks capacity to make decisions”.
We gave Social Services our home phone number, my work phone number, our
mobile numbers, personal email, work email and our address. For this reason
we do not feel that we made ourselves deliberately hard to contact. However
we definitely did everything in our power to stop them placing Nico into an
environment in we were concerned he might come to harm. They did not
conceal their irritation at the amount of additional work we caused them and
how we tried to force them to consider what was in Nico’s best interest. When
things go wrong large organisations often fall back on the easy route of “parent
blaming”. It’s much easier to blame families for failures in communication or
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care, than it is to accept wrong-doing. We felt at the time, and still feel, that
they treated us and Nico with a less than acceptable level of professional
expertise. We are greatly saddened and disappointed that even now, they do
not appear to have reflected on what they did and said at the time. We feel
they have refused to accept a degree of culpability. An organisation which
accepts past mistakes with humility can then learn from them and improve. It
worries us greatly that they do not appear to have done so.
HASCAS believes that had we used the funding option of Continuing Health
Care, rather than that of a Personal Budget, that Nico might not have died. We
were advised by a staff member of Oxfordshire Social Services, who later was
largely responsible for Nico’s removal from Penhurst in order to cut costs, that
we should not to go down the route of using Continuing Health Care, as this
would be used to stop Nico being able to access any work, hobbies, interests,
outings or anything outside of basic health care. When experts advise you
strongly on the best route for your child, you really have no choice, as a caring
parent, but to believe them and so we did. Had we defied Social Services,
Continuing Health Care might have preserved Nico’s life, but we will never
know for sure. But what kind of life would it have been that allowed you to keep
your health, but does not allow any social life, friendships and fun?
Social Services were adamant that Nico would be moved into the new
Supported Living home known as Millers Yard. We visited it twice, once with
Nico. We felt it would be totally unsuitable for Nico and on our visit the manager
of Millers Yard agreed with us.
It was a new building, half to house young people struggling with personal
problems, crime, mental health and addictions and half of it would house young
disabled people. In the part of the house where they wanted to place Nico
there would be two other young people, but they had very different disabilities
to Nico and the staff openly admitted they had no experience at all of working
with someone like Nico, with profound cerebral palsy and they were
uncomfortable and very wary of him. The staff told us they doubted he’d be a
good fit and they were worried about his personal safety as one of the other
residents was prone to attacking and biting others. His bedroom was too small
for his wheelchair.
Social Services insisted Millers Yard was a perfect fit and Nico would go there.
We were horrified. We found the situation we were placed in hard to
comprehend. Social Services assured us that one way or the other, Nico would
definitely be leaving Penhurst in November 2010. Conversations became
acrimonious as Social Services appeared concerned we would refuse Nico’s
removal from Penhurst and they warned us that if we did so they “would take
him to a place of safety” and we might not be allowed to see him. They felt it
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unlikely they would be able to support us to have Nico at home and thought if
we did so, we would fail in our care.
Our only hope was to find another, more suitable placement for Nico. We told
Social Services that we would find somewhere better and they told us we had 3
weeks in which to find somewhere. I cannot put into words how incredibly
stressful and awful this was. We travelled all over the country visiting places,
all of which were so wrong in different ways. We were in despair. Then our
friend Charlotte Sweeney rang us. She was in a conference and found herself
sitting next to a woman who worked in Oxfordshire and knew of a place that
was available. It was in a shared bungalow in South Oxfordshire. It was quite
a long way from us, so not ideal – but it sounded so much better than anything
else. We contacted them that day and arranged to visit the next day. That was
Barrantynes.
Barrantynes was never going to be perfect and we knew that. But at this point
in our lives it was the best choice compared to other, simply awful choices. We
could see straight away that it could plug the gap for now and give us a
breathing space in which to sort out a better, long term home for Nico.
Barrantynes was managed by Ridgeway Partnership PCT NHS Trust. We had
several meetings with the manager and his manager and visited Barrantynes
with Nico. Another young man who Nico had known at Penhurst lived there
and they both remembered each other, which was really nice. The staff
seemed friendly and the house had a nice atmosphere. But there were
problems even before Nico moved there.
Social Services were adamant the personal care budget for Nico was the only
money available. Ridgeway were adamant that Nico’s care couldn’t be
provided for that amount. We were very concerned about Nico’s early morning
sickness. We felt additional care and additional money had to be provided.
Social Services refused over and over, relenting only at the last moment when
they told additional funding would be provided on top of the budget, which
would cover additional care for Nico in the early mornings when he was prone
to being sick. They said that money would be ring-fenced for Barrantynes to
provide early morning care. It never was and later Ridgeway and Southern
Health denied the existence of this money.
Once Nico moved to Barrantynes it became a ceaseless battle with endless
emails, phone conversations and meetings. We did everything possible to try
to improve Nico’s care there. We did everything possible to improve our
relationship with staff. We found their closed and defensive attitude
incomprehensible. In the 17 years Nico was at Penhurst we had grown
accustomed to a culture where staff value the family’s input. We were included
in all decisions, our voice equal to the staff. But more importantly, Nico was
included in all decisions at Penhurst and he was present at all meetings and his
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wishes heard. By contrast, the Ridgeway staff running Barrantynes, and in
particular the manager (who declined to be interviewed for this investigation)
and his line manager (who also declined to take part in this investigation)
created an adversarial atmosphere and attempted to bully and frighten us into
submission.
We met the physio therapist who worked for adult physio for Ridgeway Trust for
the first time at Barrantynes. She was convinced that Nico had “locked in”
syndrome and only his physical disabilities were holding him back. She was
extremely worried about him. At Penhurst Nico had physiotherapy, speech/
language therapy and occupational therapy every day. The combination
ensured that he was healthy and pain free. When Nico moved to Barrantynes
all that therapy ceased overnight. As a result Nico started to develop problems
he had never had before and the majority of our battles with the manager and
his line manager, were around this and our efforts to prevent Nico from
developing health problems.
The physio (who refused to be interviewed for this investigation) remained
adamant that the physio Nico received at Barrantynes was utterly insufficient.
She campaigned ceaselessly for him to have better quality physiotherapy, but
often the free courses she offered Barrantynes staff was poorly or not attended.
She pointed out that the “passive leg stretches” the staff did with Nico had no
effect on the new, severe neck spasms which were affecting Nico and affecting
his ability to swallow. No matter what we did or said, the management of
Barrantynes refused to take this seriously. When we questioned how it could
be that there was insufficient money in Nico’s personal budget to cover the cost
of physio therapy, we were told then that, unknown to us, Ridgeway were
secretly pooling the personal budgets of everyone in the house and using them
to cover different people’s activities as well as the cost of cleaning, laundry and
phone calls. So there was no money for Nico’s physio. We were warned that if
we challenged this it was likely that Nico’s budget would be reduced. In the face
of this threat we didn’t feel able to report this use of Nico’s budget to social
services. One small victory we gained in spite of huge opposition from the
manager was Nico attending weekly hydro-therapy sessions, but we had to give
Barrantynes our car in order for this to happen and pay ourselves for Nico to be
driven to hydro and work with him there, so it was an expensive victory.
When Nico was found lying on the kitchen floor, alone and bruised, Barrantynes
management refused to investigate this. We had to push for almost 6 months
before they had a meeting with us to discuss this. They admitted that he, and
the other residents, was frequently left alone in a room, with nothing to do.
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But one of the cruellest things staff at Barrantynes did was to take away Nico’s
voice. When Nico began at Penhurst he had no voice, no way of
communicating. It took long and patient years of work from both the Penhurst
staff and from Nico, but by the time he reached his teens he could tell you
everything he wanted and didn’t want, he could hold a conversation and tell you
what he loved. He did this through a signing system using head movements
and a communication book. It made Nico happier than I can put into words. He
loved having a voice and have people listen to him. It mattered enormously to
him. It made him proud. It gave him a feeling of self-worth and fulfilment.
Having a conversation with Nico using his communication aids took a little bit
longer and needed staff to take the time to do it. We repeatedly showed them
how to do it. We repeatedly showed them how to use his communication book.
Then his book disappeared. We searched everywhere for it. The staff
shrugged and said it was lost. They didn’t seem to think it was important.
After almost a year we found it stuffed behind his wardrobe, covered in dust.
When we asked staff how it got there, no-one knew.
Without his voice, without his ability to communicate, Nico grew quiet and sad.
He turned in on himself and stopped even trying to communicate. He stopped
smiling and heard him laugh less and less. He stopped making eye contact
with us. He would look out of the window for hours on end in silence. He still
came home every weekend, but now when we took him back to Barrantynes he
would sit silently and cry. Silent tears ran down his face while he gripped our
arms as if begging us not to let him go. That was when we decided that all our
fighting for improved care was in vain and we just had to bring Nico home. We
told Social Services in July 2012. We planned to remove him from Barrantynes
the weekend after our holiday in mid-August. Nico died 3 days before we were
to bring him home.
Ridgeway NHS Trust bereaved us, but Southern Health broke us.
At the time we were so utterly grief stricken that we didn’t really understand just
how badly Southern Health were treating us, now looking back their behaviour
and treatment of us is almost incomprehensible. You would think that their
letter telling us they had conducted a secret, in-house investigation into Nico’s
death and decided not the share the findings with us as they thought “we would
find it too upsetting” was the worst that they could do. But we think their
deliberate, calculating and cynical drawing out of the inquest and investigation
process was the worst. Like many NHS Trusts before and since, they wanted
us to run out of time, energy, money and the ability to fight them. The effect
that would have on us was just collateral damage in their eyes. They totally
and utterly failed to support us. They have demonstrated absolutely no
candour, no transparency and no type of empathy at any stage. They were
utterly disinterested in investigating Nico’s death fully, in fact they wrote to tell
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us they found our complaint to be without foundation. We gave them many
opportunities to demonstrate good quality care and they failed at every
opportunity and in fact set a high bar in demonstrating a truly dreadful attitude
towards us. We do not consider the change of personnel in Southern Health’s
to be an excuse for them to fail to sufficiently acknowledge the huge and lasting
damage they have done to us.
But perhaps the most tragic aspect of this story is that once there was a happy
family with a happy, smiling son. Our beloved son is dead and we are changed
forever. Worse than that, since Nico died we have heard of others who have
died in similar ways in Supported Living homes. There is something terribly
wrong here and we must shine a light onto it, we must acknowledge what is
being done to our precious young people and stop it.
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APPENDIX B
Progress made since 2012
1.0. Key

organisations involved in the care and treatment of Nico provided
additional information to the Independent Investigation which has been shared
here.
Southern Health NHS Foundation Trust
1.1. Southern Health NHS Foundation Trust (the Trust) were responsible for
managing the Serious Incident Requiring Investigation (SIRI) and the complaint
from Ian and Rosi, both were inherited from the Ridgeway Partnership.
Barrantynes supported living service was managed by the Trust from
November 2012 to April 2016 when it was recommissioned under management
of The Brandon Trust.
Two members of the Executive Team met with the Independent
Investigation; neither individual was on the Trust Board at the time of Nico’s
SIRI investigation.

1.2.

The Trust has undergone a significant amount of scrutiny including the
Mazars review, previously referred to in this report. This review provided
focused recommendations in relation to how the Trust managed the SIRI
process. As a result, the Trust commissioned Niche and Grant Thornton independent auditors –to review the actions that they were taking to address
these recommendations. The Executives described that “There are two stages
to that. The first one was for them to review our action plan; to say did it in their
view meet the recommendations … The first part was very good. It came out
almost a clean opinion in terms of saying yes. They thought that that plan would
meet those recommendations”. The auditors were also looking at the second
stage which related to whether the actions had been delivered and were having
the desired outcome and were yet to report.
1.3.

The Trust shared evidence of ‘A review of family involvement in
investigations conducted following a death at Southern Health NHS Foundation
Trust’ completed in October 2016 and the action plan for this. The Executives
described the processes that were now in place “Now, anything that is deemed
as a potential serious incident, which will include death, will be subject to a
review. We have a criteria for death reviews, and all those that fit within a
certain criteria will be reviewed in 48 hours, and then there’s a decision made
about whether it’s a serious incident or not. Then if it is, it goes onto a
subsequent full investigation. There is what is called an initial management
report that’s done at that time and that’s submitted to commissioners at 72
hours and we monitor literally to the hour all these things. Then the completion
of the serious incident investigation has to be done within 60 days and we are
pretty much on track and have been now for probably five or six months”.
1.4.
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It was acknowledged that families do not always wish to be involved straight
away after a death. The national policy guidelines are clear that the
organisation must begin the investigation immediately in order to glean learning
quickly and prevent other, similar, incidents from occurring. However, this would
not impede family involvement at a later date “if any further information comes
up, either family wanted to engage, or the inquest, or any other source of
information, we reopen and do it again”.
1.5.

The Trust has employed a Family Liaison Officer who works with families
under these circumstances. The aim of the post is to ensure good
communication between the family and the organisation and to keep the family
up to date with the investigation. SIRI investigations are now overseen by a
Non-Executive Member of the Trust Board with a clinical background through a
Board sub-committee. Detailed reports are taken here and the full Board
receives regular reports and this process is mirrored in the Divisions within the
organisation.
1.6.

The Trust maintains that the quality of investigation has also improved with
a central team of trained investigators now in place who support those
undertaking investigations within the Divisions.
1.7.

The Trust Executives offered sincere apologies for the events described in
this report and concluded by offering to meet with the family, once the
Independent Investigation is complete, to talk to them and to offer a face-toface apology.
1.8.

Barrantynes Supported Living Home (now provided by The Brandon
Trust)
1.9. The social care provision within Southern Health NHS Foundation Trust in
Oxfordshire was transferred to The Brandon Trust in April 2016. The Brandon
Trust is an independent learning disability charity who is now commissioned to
provide care services at Barrantynes supported living home.
1.10. The

charity provided the Independent Investigation with information about
their recent inspections from both the Care Quality Commission and
Oxfordshire County Council, who carry out an annual quality inspection.
The Care Quality Commission, in their in-depth inspection report in August
2017 gave Brandon Trust Supported Living – Oxfordshire an ‘outstanding’
rating. They highlighted that staffing was sufficient; risk assessments were
undertaken and in place; support care plans were in place and updated; staff
had appropriate knowledge and skills and were well trained; nutritional needs
and preferences were outlined in care plans; staff worked closely with SaLT
services to reduce individuals risks of choking; people were involved in their
care planning; staff were trained to use the Mental Capacity Act 2005 to support
clients and this was reflected in care plans; staff were committed to provision of
high quality care; ‘staff showed compassion and kindness when people
experienced bereavement’; clients attended social activities; peoples
communication needs were optimised and the service had developed an
‘intensive interaction lead’; individual communication needs were clearly
documented; staff promoted a strong person centred culture; the service was
viewed as ‘highly person centred’; community resources were sourced and

1.11.
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used and individuals encouraged to be part of the local community; record
keeping was properly completed; the provider has a clear vision and set of
values which promoted equality, diversity and human rights and the feedback
from individuals and their families was positive.
The most recent Oxfordshire County Council Quality Inspection of
Barrantynes in February 2017 reported that the service was good across all
categories inspected – leadership and management; staffing levels and
recruitment; staff skills and training; approach to personalisation; care plans
and risk assessments; health and safety; safeguarding; quality assurance
(provider’s internal quality assurance) and complaints; user views and
involvement and partnership working.
1.12.

1.13. It

appears from both of these reviews that many of the issues highlighted at
the time of Nico’s death have been addressed by the new provider, The
Brandon Trust.
Oxfordshire County Council (OCC)
1.14. In Oxfordshire over the last 5 years, OCC have made improvements to the
very important transition from children's to adult services. Early in 2017, a
Project Manager was employed to work with people who use OCC services and
their families to coproduce a pathway of moving into adulthood that would
deliver the required outcomes for young people and their families. An
overarching principle of the NICE guidance is that transition policies, strategies
and materials will be co-produced. The feedback from young people, their
families and staff in Oxfordshire was that experiences of support through
transition are variable, and too often people experience delays. OCC wished to
address this issue through a formal project.
1.15. The

project is designed to review OCC’s approach to supporting young
people and their families through transition from children’s to adult services,
using co-production principles and to develop a proposal for consideration.
This incorporated the views of both internal and external stakeholders on how
support for young people in transition to adult services could potentially be
developed and delivered in the future. The need for this work had been
identified through feedback from young people and their families, staff in
children’s and adult services, and through recent guidance and legislation
which have highlighted issues and potential improvements.
1.16. Recent

government changes, such as the possibility for education to
extend to age 25 for some young people who hold Education, Health and Care
Plans, for people leaving care to receive some support to age 25 in addition to
fact that the Mental Capacity Act 2005 applies from age 16, have helped to reframe transition into adulthood as a gradual process which may be influenced
by individual experiences.

1.17. The

years of adolescence and early adulthood are a time of change,
uncertainty, and often anxiety for many young people and their families. This is
even more the case for young people who require support from the County
Council due to their experiences of disability, illness or as children in
need. Young people and their families are faced with a variety of decisions, for
which they may require good and timely information, and consistent support
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and advice. Their individual readiness to make these changes will vary, and it
is likely there will be a succession of decisions and changes over a period of a
few years. In Oxfordshire, a Strategic Transitions Group, chaired by the Deputy
Directors from Children’s and Adult services provides oversight of transition
planning. This group will ensure that appropriate and effective arrangements
are in place to meet the needs of young people aged 14 – 25 years old, as they
prepare for adulthood.
1.18. The

transitions project specification will be developed early in 2018.
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APPENDIX C
Oxfordshire Clinical Commissioning Group (OCCG):
Retrospective review into deaths of people with
learning disabilities in Oxfordshire 1/4/2011-31/3/2015

The review was commissioned by OCCG in response to the “Independent
review of deaths of people with a Learning Disability or Mental Health problem
in contact with Southern Health NHS Foundation Trust April 2011-March 2015”
(known as the Mazars review). The Mazars review recommended that “The
Trust, CCG and local authority undertake a retrospective review of all learning
disability unexpected deaths regardless of place of residence”.
The OCCG developed a two stage process to undertake their review, supported
by legal advice and input from the Oxfordshire Family Support Network. Stage
one included all patients with a learning disability and identified 106 people. A
review team considered all the information for each case and made a decision
as to whether there was sufficient detail to conclude that the person had
received appropriate care and if they had, the case was not put forward to
stage two. However, where this was not clear, the case was put through to the
second stage. All families at both stages were written to (where this information
was available) and offered the opportunity to be involved or to challenge the
decision not to investigate further and take a case through to stage two.
All of the information available, including that provided by the family, was
gathered together for the 40 cases which underwent an in-depth,
multidisciplinary examination in order to identify themes and learning points.
The review was supported by two multiagency learning events in November
2016, which brought people working in the field of learning disability together,
to consider 20 cases in detail and to draw out and test the conclusions of the
work.
The review was conducted under the governance structures of the Oxfordshire
Adult Safeguarding Board in order to facilitate information sharing between
agencies. The report was presented to Adult Safeguarding Board and OCCG
Board in the summer of 2017.
The review highlighted that people with learning disability die younger than the
population and that the University of Bristol had shown that there was
“approximately a 16-20 year disparity between age of death for people with
learning disability and the population as a whole”. It was noted that there was a
distinction between preventable mortality and amenable mortality. Preventable
mortality refers to “all or most deaths from a cause which could be avoided by
public health interventions in the broadest sense”. Amenable mortality refers to
“all or most deaths from a cause which could be avoided through good quality
healthcare’. Preventable mortality is the ‘same in the learning disability
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population as in the general population as a whole” yet for amenable mortality
the rate “in the general population is 13% whereas in the LD population is
36.5%. This means that almost three times as many people with LD die of
cause which could be avoided through good quality healthcare as do the
population as a whole”.
The themes and learning points from the OCCG review are outlined below and
are consistent with the findings of this Independent Investigation. One theme
found that has been not been included here, related to people with a learning
disability who were Oxfordshire residents but who received their care in a
different part of the country (out of county). This was not relevant to Nico.


Care Co-ordination and care planning. The lack of care co-ordination
was highlighted as a key factor in multiple cases within the OCCG
review. They noted that for people with active family members, these
individuals often took the role of care coordinator. No single person or
agency took the role of overseeing the care for an individual and this
resulted in actions being omitted and things not being followed up. Most
people included in the review had a large number of inputs from a wide
range of agencies, providing many opportunities for things to be missed.
Linked to care co-ordination was the recognition of the need for holistic
assessment and care planning. The review noted that often no one held
a completed picture for the individual. The production of a care plan in
an accessible form was recognised as important for both the individual
and the staff involved in their care and treatment. A single multiagency
accessible plan with a key person in a coordinator role was viewed as
essential.



Working with Families. Within the review there were some good
examples of staff working with families however there was also a theme
of families being seen as a problem. Families described ‘fighting’ for the
right to care for their loved ones. Families who complained could be
perceived by services as difficult when they were trying to support their
relative’s best interests. This caused anxiety due to concern that any
complaint could detrimentally affect the family relationship with Services.
The report noted that in some cases in the study, there were examples
of conflict between family wishes for their relative and the views of the
professionals and staff as to what would be best for the individual.



Cultural issues. There was a theme within the review of “staff seeing
themselves on the side of the patient” when a person with a learning
disability became an adult and families reported that they felt ‘shut out’
of care. On occasions, this was reported as leading to a supposition of
conflict where none existed. The report states “It is important that adults
with LD are supported and empowered to make their own decisions.
This should not mean that families are not a part of these decisions”. It
was noted that improved training in the appropriate application of the
Mental Capacity Act and best interests decision making would be
beneficial to resolving some of the conflict, alongside training for families
to speak up and training for staff in empathy.
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Late, or lack of, detection of deterioration in health. Retrospective
review enabled the reviewers to see where health conditions had
developed or worsened. With the benefit of hindsight, earlier signs of
the health deterioration could be seen. One of themes highlighted was
the skill of support workers to spot and respond appropriately to health
issues. When the health need had been detected they needed to
ensure actions were followed through. The review noted that it was
essential that care plans were comprehensive, up to date and
accessible and a general increase in health literacy for support staff
would be beneficial.



Decision making, capacity and advocacy. In addition to the points
raised under ‘cultural issues’, the review found that assessments of
mental capacity were lower than would have been expected and
highlighted that Services must work with their staff to ensure that they
were aware of the requirements of the Mental Capacity Act (2005). The
value of advocacy was recognised and it was recommended that this be
promoted and used more widely, particularly where there may be a
disagreement or conflict.



Management of epilepsy, use of assistive technology and training
of people to use technology. Whilst epilepsy is highlighted due to
this condition being the cause of death in a number of cases in the
review, the issues raised relate to the care of any individual with a
complex health need. The review outlined the need to ensure that staff
were appropriately skilled to care for individuals and stated that good
care oversight and coordination were essential. Assistive technology
was raised in relation to the potential it had to offer individuals more
choice and control over their care. However, adequately trained care
staff were stated as key to ensuring that this technology was used
effectively.



Commissioning. One of the clearest themes that came out of the
review was the sense that “the social care being provided did not meet
the needs of the individual. More than one family reported feeling as if
they were ‘forced into accepting a placement which they did not feel to
be the right one’. Similarly, the providers reported that they felt that
sometimes the needs of individuals were greater than they had been led
to believe at placement”. Increase in need presented particular
challenge to providers of social care. The review recommended that
providers need an ability to “flex provision according to individual needs.
This flexibility is also required in universal services, which should make
reasonable adjustments in order to support people with learning
disabilities such that they receive equality of outcome”. The report also
outlined that quality checking of provision is essential.



Workforce. The review focused on the need of the workforce to
support people to lead full and meaningful lives within the bounds of
their disabilities. There was a need for “the workforce to be highly skilled
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in communication, recognising that some people may be nonverbal or
have other auditory and visual challenges. It is an essential skill when
working with people to understand their mental capacity, and to work
with the individual and within the law to maximise the choice and control
they have over their lives. A clear knowledge of the tenets of the Mental
Capacity Act and when and how additional expertise should be sought is
essential”.
The overall Learning points from the OCCG review were:
1. Excellent care coordination is essential
2. Services should work in partnership with families and carers
3. Annual health checks have been established as good practice for a
number of years. However, in Oxfordshire, the number of people with
learning disabilities receiving an annual health check is low. A regular
comprehensive health check would help detect health issues early.
4. Highly skilled workforce is essential for learning disability care. The
development of the workforce should be prioritised.
5. Knowledge and correct application of the Mental Capacity Act (2005)
should be promoted. All employers should ensure that their staff are
competent in this area. In particular, providers should ensure their
support staff have a good level of health literacy.
6. The quality of care provided to people who are placed out of Oxfordshire
should be equal to that provided in county. An enhanced level of
scrutiny of out of area placements is necessary.
7. There needs to be a robust quality assurance process to ensure that
providers are delivering care to a high standard. Where quality falls
below the expected standard there needs to be a clear process for
addressing this.
8. Mainstream services should make reasonable adjustments to ensure
equality of outcome.
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APPENDIX D
The Learning Disabilities Mortality Review (LeDeR)
Programme
University of Bristol Norah Fry Centre for Disability
Studies
Annual Report
December 2017

This programme developed a review process for the deaths of people with
learning disabilities. All deaths receive an initial review; those where there are
any areas of concern in relation to the care of the person who has died, or if it is
felt that further learning could be gained, receive a full multi-agency review of
the death. Deaths subject to the current priority review themes (aged 18-24
years or from Black or minority ethnic background) receive multi-agency review
and expert panel scrutiny. At the completion of the review, an action planning
process identifies any service improvements that may be indicated.
From 1 July 2016 to 30 November 2017, 1,311 deaths were notified to the
LeDeR programme. The most frequent role of those notifying a death was
Learning Disability Nurse (25%), most commonly working in a Community
Learning Disability Team.
Key information about the people with learning disabilities whose deaths were
notified to the LeDeR programme included:







Just over half (57%) of the deaths were of males
Most people (96%) were single
Most People (93%) were of white ethnic background
Just over a quarter (27%) had mild learning disabilities; 33% had
moderate learning disabilities; 29% severe learning disabilities; and 11%
profound or multiple learning disabilities
Approximately one in ten (9%) usually lived alone
Approximately one in ten (9%) had been in an out-of-area placement

The summary of recommendations:

1

2

Recommendation

Responsible Agency

Strengthen collaboration and information sharing and
effective communication between different care
providers or agencies
Push forward the electronic integration (with

Commissioners

NHS England
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3

4

5

6

7

8

9

appropriate security controls) of health and social care
records to ensure that agencies can communicate
effectively and share relevant information in a timely
way
Health Action Plans, developed as part of the
Learning Disabilities Annual Health Check should be
shared with relevant health and social care agencies
involved in supporting the person (either with consent
or following the appropriate Mental Capacity Act
decision-making process)
All people with learning disabilities with two or more
long-term conditions (related to either physical or
mental health) should have a local, named health care
coordinator
Providers should clearly identify people requiring the
provision of reasonable adjustments, record the
adjustments that are required, and regularly audit their
provision
Mandatory learning disability awareness training
should be provided to all staff, delivered in conjunction
with people with learning disabilities and their families
There should be a national focus on pneumonia and
sepsis in people with learning disabilities, to raise
awareness about their prevention, identification and
early treatment
Local services strengthen their governance in relation
to adherence to the Mental Capacity Act and provide
training and audit of compliance ‘on the ground’ so
that professionals fully appreciate the requirements of
the Act in relation to their own role
A strategic approach is required nationally for the
training of those conducting mortality reviews or
investigations, with a core module about the principles
of undertaking reviews or investigations, and
additional tailored modules for the different mortality
review or investigation methodologies

NHS England
Commissioners
Providers

Commissioners

Providers

Commissioners
Providers
NHS England

Commissioners
Providers

NHS England

The final report can be seen at https://www.hqip.org.uk/wpcontent/uploads/2018/05/LeDeR-annual-report-2016-2017-Final-6.pdf
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