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Introduction

People with a learning disability face a number of challenges unique from those faced by the
general population when seeking access to hospital care. Numerous statistics indicative of these
unique challenges are represented in the academic literature. People with a learning disability
are twice as likely to die early as the general population® and this risk of early death is
particularly pronounced in those with moderate to severe learning disabilities’.. Some research
has suggested that these challenges arise due to a lack of expertise in the provision of
healthcare to people with learning disabilities® and negative attitudes towards this population
held by healthcare professionals *°.

Throughout this report the term ‘learning disability’ will be used in preference to the terms
‘intellectual disability’ and ‘learning difficulty’ sometimes used synonymously by mental health
professionals. Luckasson et al® defines learning disability as

‘substantial limitations in present functioning...characterised by significantly
subaverage intellectual functioning [IQ < 75], existing concurrently with related
limitations in two or more of the following applicable adaptive skill areas:
communication, self-care, home living, social skills, community use, self-direction,
health and safety, functional academics, leisure and work. Learning disability
manifests itself before age 18.’

Mencap Liverpool is a local charity working to make life better for people with a learning
disability and their families and carers, who live in the Liverpool area. Mencap Liverpool is
affiliated to the Royal Mencap Society (known as Mencap) but is self-financing and independently
governed to respond appropriately to local need. To distinguish clearly between the local charity
Mencap Liverpool and the national charity Mencap, we have referred to the national charity
Mencap as Royal Mencap throughout this report.

The Disabilities Discrimination Act 2005’ introduced a duty for public bodies, including hospitals,
to positively promote disability equality and to introduce ‘reasonable adjustments’ to the
hospital care of people with learning disabilities. The Care Quality Commission’s® ‘Access to
Healthcare for People with a Learning Disability’ performance indicator, not included in the
scored assessment of hospitals for 2009/10, will in future assess hospitals on the extent to which
they have implemented protocols and measures to ensure equal access to healthcare for people
with learning disabilities. The measures detailed in this performance indicator are a direct
response to Sir Jonathan Michael’s 2008 independent enquiry into access to healthcare for
people with a learning disability ‘Healthcare for All’. This inquiry was established following the
publication of Royal Mencap’s ‘Death By Indifference’ report®, published in March 2007.

‘Death By Indifference’ comprises a collection of case studies detailing the hospital experiences
of six deceased NHS patients with learning disabilities. In the report Royal Mencap state their

“The current regulatory body for England & Wales
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belief that each of these deaths were avoidable and that the underlying cause of each death was
institutional discrimination against people with a learning disability within the NHS.

The aim of this ‘Make it Better’ investigation was to evaluate the general hospital experiences of
people with a learning disability at NHS hospitals on Merseyside since the release of Royal
Mencap’s ‘Death By Indifference’ publication in March 2007. The researcher was interested to
discover whether the issues discussed by ‘Death By Indifference’ and other recent publications
were still evident in accounts of the hospital experiences of people with a learning disability on
Merseyside. The academic literature contains a paucity of accounts of hospital experiences from
people with a learning disability and their carers and we at Mencap Liverpool were keen to
explore these issues further by carrying out a series of interviews with hospital patients with
learning disabilities and their carers. The researcher hoped to gain a better understanding of
matters of importance for hospital patients with learning disabilities on Merseyside and ways in
which they believe their future hospital experiences could be improved. There appears not to
have been an independent investigation of this type conducted on Merseyside previously.

Further motivation for the investigation was provided by the results of a member support
questionnaire conducted by phone with Mencap Liverpool members between June and
December 2009. The purpose of the questionnaire was to identify the areas in which people with
a learning disability and their carers were struggling and needed Mencap Liverpool’s support.
Many of those members questioned gave accounts of negative healthcare experiences.

Mencap Liverpool is aware of numerous initiatives in Merseyside hospitals established with the
intention of improving access and quality to healthcare for people with learning disabilities. In
2008 The Aintree University Hospital Trust held a ‘Listening Event’ at Aintree Racecourse during
which people with a learning disability and their carers were invited to share their experiences of
hospital care and ways in which they felt it could be improved. Mencap Liverpool understands
that this event was considered a great success by those who participated, and that the
information arising from it was valued and subsequently implemented into action plans by the
trust. Mencap Liverpoolis also aware of the Royal Liverpool and Broad Green University Hospital
Trust’s plans to introduce Learning Disability ‘Champions’ across the trust in order to address
health inequality. In addition each hospital trust on Merseyside has a policy for the care and
treatment of people with a learning disability.

Mencap Liverpool commends the efforts being made by the hospital trusts on Merseyside to
facilitate and improve the hospital care of patients with a learning disability. We hope that this
report will highlight the value of these efforts by reinforcing the view that people with a learning
disability have healthcare needs distinct from those of the general population. We also hope
that the report will be a valuable resource in informing the direction of these efforts in the future.
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Methodology

This investigation is an adaptation of Fox & Wilson’s 1999 investigation into the experiences of
general hospital admission for adults with a learning disability in the Nottingham area published
in the Journal of Clinical Nursing®™.

This was a qualitative study undertaken with the aim of generating recommendations for
enhancements to the provision of hospital care to people with a learning disability in the
Merseyside area. Participants were solicited using a purposive sampling method via Mencap
Liverpool’s existing membership, day-care centres in the Merseyside area, and other local
learning disability charities. Eligible participants were people with a learning disability who had
had hospital experiences on Merseyside since March 2007.

Participants were asked to take part in a semi-structured interview lasting approximately one
hour. In cases where the person’s impairment was such that they were unable to participate in
the semi-structured interview their carers were asked to participate either alongside or on behalf
of the person with a learning disability. All relevant matters of consent and best interests were
recorded in accordance with the Mental Capacity Act 2005™.

The interview consisted of a preliminary ‘tell your story’ stage, before the discussion of nine
specific ‘core topics’. Participants were encouraged to speak for as long as they wished about
their hospital experiences on Merseyside since March 2007, though they were encouraged to
refer to older experiences if they deemed them relevant to their account. The interview-
structure was designed with reference to a number of relevant publications identified in a
literature review. A trial interview with a person with a learning disability was undertaken along
with a second observer to ensure the semi-structured interview was of sufficient scope and
accessibility. The nine ‘core topics’ identified from the literature review and trial interview were:

1 Communication, including the provision of relevant Easy Read information by
hospital staff and the use of Patient Passports 821 13.1415,16,17

f Diagnostic Overshadowing®*®

9 Annual Health Checks!* 1318

1 Medication™

f Recording of Learning Disabilities on Patient Records®> 31617

9 Transition between child and adult healthcare!**®

1 The involvement of families and carers in the planning and provision of the
hospital care of the person with learning disabilities® ** >/

f Food and feeding, including provisions made for particular dietary needs

f Leaving hospital*

At the conclusion of each interview participants were asked to state a specific recommendation
to healthcare professionals which they felt would enhance the care of people with a learning
disability in hospitals on Merseyside. These recommendations are listed in the ‘participants’
recommendations’ section of this report.
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Thirteen interviews were conducted in all; two involved people with a learning disability without
support, three involved people with a learning disability alongside their carers, eight involved
carers speaking on behalf of people with a learning disability in their care. The interviews were
audio-recorded, transcribed and analysed in accordance with Braun and Clarke’s guide to
thematic analysis published in the journal of Qualitative Research in Psychology (2006)*°. A
combination of ‘inductive’ and ‘theoretical’ analysis was used to identify semantic themes in the
data yielded from the semi-structured interviews. One interview was discounted from the
analysis due to the poor quality of its audio record, ergo the analysed dataset comprised twelve
interviews. Details of the participants of the twelve analysed interviews are detailed below.

Age of
o person Nature of Recensy o - Reason for
Participant ; Type of » Hospital Placement within ;
Number Ein e interview learning Experience** Hospital*** CEE L
learning disability* P ok ¢ P Hospital***
disability
. Ongoing eye
Dyslexia, . Ophthalmology o
1 27 PWLD Dyspraxig, Ongoing; dept; A&E complaints;
- 2 months injured wrist
Dyscalculia
after fall
7 39 Carer Mental age of 5 9 months Observation ward, Broken Ankle
or6 Rehab ward
3 46 PWLD & N.O formgl Ongoing Dialysis ward Dloly5|§, Kidney
Carer diagnosis failure
PWLD & Williamson Ongoing ; - Routine
& 48 Carer Syndrome outpatient Diabetes clinic Diabetes Checks
Asperger’s Ongoing Neurological Dept; Se|zyre
: . condition
5 25 Carer Syndrome, outpatient; Haematological . .
. . epilepsy; Blood
Schizophrenia 2 years Ward !
disorder
Dental
. Dental dept; operation;
6 41 Carer Idiosyncratic 18 months; 4 Medical Weight loss,
months .
Assessment Unit unusual
behaviour
7 8 Carer AUt'ernL’ISADHD’ Ongoing Neurological Dept. | Medical Reviews
8 48 Carer Idiosyncratic 1 month Spms/\l/é?éurles Broken Neck
9 51 P\éVLD & Idiosyncratic 2 years Isolation ward., Collapse, C. diff
arer assessment unit
Profound, . . Epilepsy;
10 13 Carer Cerebral Palsy, Ongoing Neurolggmal Dept; Orthopaedic
Surgical ward
no speech Surgery
Ongoing
11 38 PWLD No formal outpatient; 6 | Neurological Dept; Epilepsy;
diagnosis months; 18 Observation ward | Epileptic Seizure
months
Severe, ‘mental
age of 18 . , A&E, Surgical Kidney
12 3 Carer months,’ a few weeks Assessment Ward haemorrhage
no speech

*Nature of learning disability’ is reported as it was stated by the participant
**Recency of hospital experience’ is reported as it was on the day of the interview

***Information referring to separate hospital visits are separated by a semi-colon
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Findings

The length of the interviews ranged from 36 minutes to 132 minutes with an average length of
69 minutes. Eleven of the interviews were conducted at the home of the participant, one
interview was conducted at a quiet public place mutually agreed upon by the participant and
researcher. A total of 11 themes were identified by the researcher. These themes and their
implications for practise are discussed below alongside supporting quotes from the relevant
interviews where appropriate. Mencap Liverpool’s recommendations for healthcare staff are
included in bold type, and presented as a list at the end of this report for ease of reference.
Mencap Liverpool makes a total of 11 recommendations in all.

Specialist Learning Disability Nursing Roles

Participants consistently expressed a desire to see hospitals establish the employment of staff
able to provide both themselves and nursing staff with specialist knowledge and support
particular to the hospital care of people with learning disabilities. The presence of such a staff
member would be an effective remedy to the feelings of isolation and of being in a ‘constant
battle’ reported by many participants’ carers during hospital stays, while also being a source of
guidance to nurses faced with issues salient to the healthcare of people with learning disabilities.
A member of hospital staff such as this could also act as a source of information on carer’s rights
- a lack of which was noted as a concern by some participants. Acute hospital trusts are
required to have protocols in place to provide information regarding learning disabilities, relevant
legislation and carer’s rights by the Care Quality Commission’s ‘Access to Healthcare for People
with a Learning Disability’ performance indicator.

This role would be ideally fulfilled by a Learning Disability Liaison Nurse - an existing role already
established on Merseyside. That the majority of participants seemed unaware of the presence of
any such healthcare staff on Merseyside is worrying. Mencap Liverpool recommends that
hospitals should make efforts to promote awareness of Learning Disability Liaison Nurses,
their role, and the ways in which they can be contacted by patients. This could be done as part
of the admissions process for patients with a learning disability or included as part of any
resource packs provided to patients with a learning disability on hospital wards.

Royal Mencap’s ‘Getting it Right’ charter, compiled completely independently of this
investigation, also calls for the appointment of more Learning Disability Liaison Nurses in
hospitals around the country. At a congress of the Royal College of Nursing in April of this year a
resolution to place a ‘Learning Disability Nurse in every hospital’ was supported by 92.39% (425
of 476) of those gathered®. Mencap Liverpool hopes that this report will contribute to the
evidence base supporting the appointment of Learning Disability Liaison Nurses and their value
in improving the hospital experiences of patients with learning disabilities and their carers.

Mencap Liverpool welcomes the introduction of the learning disability ‘Champions’ currently
being carried out by the Royal Liverpool and Broad Green University Hospital Trust. Once
introduced each directorate in the trust will have a nominated nurse whose responsibility it will
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be to ensure the hospital care provided to people with a learning disability is sufficient and
appropriate. ‘Champions’ have previously been successfully introduced to help facilitate the care
of other vulnerable populations and Mencap Liverpool impels the trust to make efforts to
maximise the visibility of this new role.

Annual Health Checks

Though only one participant expressed an interest in being registered for an annual health check
as a matter of urgency, and some participants stated that they believed the amount of contact
they already have with healthcare professionals would render such a health check unnecessary,
it was disappointing to find that only one participant was aware of whether or not their GP
offered annual health checks to people with a learning disability as a routine service. Mencap
Liverpool recommends that hospitals and general practitioners engage in proactive
collaboration to raise awareness about where and how annual health checks can be accessed
so as to maximise their uptake on Merseyside. People with a learning disability are twice as
likely to be admitted to hospital each year compared to the general population’, and on average
have shorter life expectancies”. Mencap Liverpool supports the provision of annual health
checks to people with a learning disability on Merseyside as a means of affecting these statistics.

Mencap Liverpool is aware of the difficulties currently blighting the provision of Annual Health
Checks on Merseyside and supports the Health Task Group of the Liverpool Partnership Board’s
request for procedural change which would see Health Facilitators verify the GP's list of people
with a learning disability, rather than the current procedure which is reliant upon Social Services’
incomplete records of the number of people with learning disabilities living on Merseyside.

Placement

Some participants articulated dissatisfaction with the ways in which they were placed within the
hospital during extended hospital stays. The majority of participants expressed a preference for
being placed on wards alongside other hospital patients as opposed to being placed in private
rooms or side wards. Several reasons were given for this preference. Participant 11 became
extremely frustrated by boredom when confined to a private room following a week-long
hospital stay. Participant 12 was disappointed that her daughter was unable to ‘people watch’
during her hospital stay because of her placement within a private side-ward. Numerous carers
taking part in the investigation expressed a worry that placement in private side-wards exposed
their loved ones to a risk of neglect and took comfort from their being placed on a ward
alongside other patients who could look out for them. Obviously hospital staff must be able to
place patients where they believe their care will be optimized, but issues of boredom, lack of
activity and neglect should be considered whenever possible. Mencap Liverpool recommends
that patients with a learning disability be afforded input into choices made about their
placement within hospital whenever circumstances allow.
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Involvement of families and carers in the planning and provision of the

hospital care

Mencap Liverpool recommends that hospital staff direct proactive verbal enquiries towards
the families and carers of patients with learning disabilities so as to access the unique
understanding, knowledge and evidence those people possess about the patient’s disability
and utilise it when making decisions about the patient’s pathway to care as a matter of
routine. Many participants expressed a belief that their knowledge of the disability of a person
they care for is vital to the effective planning and provision of that person’s hospital care. Almost
all of the participants felt that this knowledge was seldom solicited for by hospital staff, and that
efforts on their part to impart this knowledge to hospital staff was seldom effectively made use
of, and often ignored or dismissed. This is disappointing given that the government white paper
Valuing People Now (2009)** recommends that ‘Family and other carers should be involved as a
matter of course as partners in the provision of treatment and care, unless good reason is given.
These proactive verbal enquiries could be made as part of the admissions process, and include
topics such as pain expression, complex dietary needs and effective communicative strategies.

)

Participants provided numerous examples of cases where the intimate knowledge they held
about a person with a learning disability did or could have made a significant positive difference
to that person’s health or hospital care. Participant 12 told of an extremely unfortunate incident
in which healthcare professionals failed to correctly interpret signs of pain expression in her
foster daughter, despite her protestations. After a period of a year an operation revealed the
presence of a hitherto undetected condition, vindicating Participant 12’s opinion that her foster
daughter had been in considerable pain. Had her knowledge of her foster daughter’s methods of
expressing pain been solicited for and trusted by hospital staff much of this suffering could have
been avoided. Previous research has demonstrated the importance of listening to carers as a
means of detecting pain in patients with learning disabilities and shown it to be a more effective
method than observing behaviour or relying on self-report measures?,

Participant 5 warned of an occasion upon which his autistic son was questioned by a member of
hospital staff for signs of ‘confusion’ as a way of establishing whether any lasting damage had
been incurred following a large seizure. Had he not been present to provide corrections and
corroborations of the answers given by his son Participant 5 believes his son would have been
incorrectly assessed as being ‘confused’ based on the idiosyncratic answers he had provided to
the staff member’s questions due to his autism. This would assumedly have exposed Participant
5’s son to a risk of inappropriate decisions being made about his treatment. The way in which
elements of Participant 5’s son’s disability were confused for a separate medical condition
constitutes an example of the ‘diagnostic overshadowing’ identified and cautioned against by
the Joint Committee on Human Rights’ 2008 report ‘A Life Like Any Other™.

Mencap Liverpool recommends that hospitals establish protocols for providing the families
and carers of hospital patients with learning disabilities with advice on how to effectively
communicate their understanding, knowledge and evidence of the patient’s learning
disability to healthcare professionals, so as to optimise the usefulness of this information.
Once vital information has been communicated to a member of hospital staff they should be
impelled to make a note of it and disseminate the information effectively to all appropriate
members of staff charged with the care of that patient. Participant 8 expressed a fear that vital

www.mencapliverpool.org.uk 0151 707 8582 Page |9



information was often not shared between nurses working different shift patterns or in different
parts of the hospital and that this could have lead to injury to their daughter due to a lack of
understanding of her epilepsy on the part of hospital staff. This fear that different parts of the
health service fail to communicate with each other effectively was shared by Participant 10 who
described their experiences of an inability of hospital staff to ‘sign post or find information and
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