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Abstract—Individuals ~ with  Autism, Intellectual and
Developmental disabilities (AIDD) are one of the most vulnerable
groups in society, hampered not only by their own limitations to
understand and interact with the wider society, but also societal
limitations in perception and understanding. Communication to
express their needs and wishes is fundamental to enable such
individuals to live and prosper in society. This research project was
designed as an organisational case study, in a large secondary health
care hospital within the National Health Service (NHS), to assess the
quality of care provided to people with AIDD and to review the role
of advocacy to reduce health inequalities in these individuals.
Methods: The research methodology adopted was as an “insider
researcher”. Data collection included both quantitative and qualitative
data i.e. a mixed method approach. A semi-structured interview
schedule was designed and used to obtain qualitative and quantitative
primary data from a wide range of interdisciplinary frontline health
care workers to assess their understanding and awareness of systems,
processes and evidence based practice to offer a quality service to
people with AIDD. Secondary data were obtained from sources
within the organisation, in keeping with “Case Study” as a primary
method, and organisational performance data were then compared
against national benchmarking standards. Further data sources were
accessed to help evaluate the effectiveness of different types of
advocacy that were present in the organisation. This was gauged by
measures of user and carer experience in the form of retrospective
survey analysis, incidents and complaints. Results: Secondary data
demonstrate near compliance of the Organisation with the current
national benchmarking standard (Monitor Compliance Framework).
However, primary data demonstrate poor knowledge of the Mental
Capacity Act 2005, poor knowledge of organisational systems,
processes and evidence based practice applied for people with AIDD.
In addition there was poor knowledge and awareness of frontline
health care workers of advocacy and advocacy schemes for this
group. Conclusions: A significant amount of work needs to be
undertaken to improve the quality of care delivered to individuals
with AIDD. An operational strategy promoting the widespread
dissemination of information may not be the best approach to deliver
quality care and optimal patient experience and patient advocacy. In
addition, a more robust set of standards, with appropriate metrics,
needs to be developed to assess organisational performance which
will stand the test of professional and public scrutiny.
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I. INTRODUCTION

T is well recognised that individuals with AIDD remain one

of the most vulnerable and socially excluded groups [1]-[5].
Legislation in the UK, in the form of the Equality Act 2010
[6], the Autism Act 2009 [7], the Care Act 2014 [18], and the
Human Rights Act [8], clearly state that all individuals,
irrespective of age, sex, ethnicity, religion or disability must
be supported in their access to health care and with equal
rights. The Acts refer to all aspects of life including health and
social care. The Equality Act 2010 [6] introduced the concept
of “reasonable adjustments” to be applied to individuals with
protected characteristics under the act, of which one is
‘disability’. Flynn [9] suggests that this could be considered
“national” or “systemic” advocacy. This research project sets
out the findings of an inquiry into advocacy at Sheffield
Teaching Hospitals NHS Trust (STH) to identify if its current
compliance with relevant advocacy and associated legislation
indicates evidence of quality of service provided to people
with AIDD.

People with AIDD often have significant communication
difficulties [10], [11]. Interaction, therefore, may well require
a level of personalisation in communication methods between
service providers and the person and their family [12]-[14].
Advocacy is a concept that has been developed to support the
enablement of communication methods and is particularly
important when people with AIDD encounter new situations
and new environments. Gray and Jackson [15] define
advocacy as a “right to a voice” whereas the Citizen’s
Information Centre [16] is more emphatic, deliberate and
challenging by defining this as “a process of empowerment”.
The concept and foundations of advocacy are well established,
its potential role for individuals who lack capacity,
independence, self-determination and self-realisation [17] is
undisputed; but its uptake, legal foundation and acceptance by
wider society are less clear. The Care Act [18] introduced a
new type of advocacy called 'independent advocacy'. This
form of advocacy, for the first time, accepted that the person
with AIDD and their family needed support by an independent
person to enable the facilitation of communication and to
advocate for the right services to meet the person's needs. The
importance of advocacy is reiterated by the recent service
model guidance for commissioners for health and social care
from NHS England [19], which states:
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“At key points in their interaction with health,
education and care services, people with a learning
disability and/or autism who have a mental health
condition or display behaviour that challenges should
have access to different types of independent advocacy.
In addition to the legal right to advocacy, people should
also be offered non-statutory advocacy, which should be
available to them either at key transition points and/or for
as long as they require at other times in their lives. This
will include in preparation for and on leaving a specialist
hospital. Both statutory and non-statutory advocacy
should be delivered by services that are independent of
the organisations providing the person’s care and
support.”

The objective of this research project was to undertake a
critical inquiry at the application and impact of advocacy for
individuals with AIDD within an acute hospital setting.
Paternalism, manifest as professional advocacy, however
decried as the “antithesis of autonomy” [20], exists and
remains a major factor in decision making within the health
care sector. Mencap [21] describes this as “flawed best interest
decision-making”. Attempts to broaden the types of support
for individuals with AIDD have, therefore, been limited by an
inability to envision a system which values autocracy and
control.

II. METHODS

The research project was designed as an organisational case
study [22], [23] assessing two specific, but related, aspects of
organisational strategy for providing care for individuals with
AIDD. Using a constructionist paradigm the first part of the
study gathered secondary data from the organisation, patients
with AIDD and their families and carers, including patient
survey data, incidents and complaints, to assess and analyse
the systems and processes that have been put in place, in line
with the published national standards [24]. The second part of
the study collected primary data to assess the impact of
knowledge and dissemination of information [25] to front line
staff caring for individuals with AIDD.

The research question regarding the role of advocacy and
the quality of care in reducing health inequalities for people
with AIDD at Sheffield Teaching Hospitals, required both
qualitative and quantitative data in response to related
questions, with the aim of triangulating and complementing
data [26], [27] i.e. a mixed methods research process [28]-
[31]. The priority of the research strategy was the qualitative
data with integration of the quantitative data at analysis, the
so-called “concurrent nested strategy” [31], [32]. Qualitative
data included secondary data from the Organisation and
primary data in the form of a semi-structured interview.
Organisational data were obtained from the Learning
Disability (LD) Lead for the Organisation and from the
Organisations intranet web site. Annual LD reports were also
present in the public domain and obtained through a standard
search engine (Google). The last Annual LD Report (2015-16)
was present in draft form and obtained, by request, from the
LD Lead for the Organisation.

A semi-structured questionnaire was used to guide the
interview. This is a technique commonly used in healthcare
research [33]-[37] to delve and explore key ideas and themes
[38]. The questionnaire was designed to enhance the “quality”
of the qualitative data obtained from participants. The
questions were grouped into three sections exploring the
participants’ knowledge and awareness of:

1. AIDD services within the Organisation and

2. Advocacy and advocacy services

Certain ethical considerations were taken into account to
ensure validity of the data collection [31]:

1. Participants from all healthcare groups were approached
to minimise sampling bias [39];

2. All the participants were voluntary;

3. Participants were informed of the purpose of the study
and the potential outcomes and were given a copy of the
participant information sheet and consent;

4. Participants were informed that all the data would be
anonymised and kept in a safe and secure site;

5. Participants were informed that they had a right to a copy
of the results.

The interviews were carried out in a quiet neutral office,
avoiding distraction and ensuring equanimity between the
interviewer (JS) and the participant [40]. The format and
length of the interview was explained. The participants were
asked if the interview could be recorded. Contact information
was given if the participants had any questions, queries or
concerns. The interviews were transcribed by an independent
medical secretary and a “rich” summary is obtained using the
interview questions as a framework for the answers.

III1. DATA ANALYSIS

The qualitative secondary data from the Organisation were
analysed in a thematic way using constant comparison
analysis [41] against the Monitor Compliance Framework
standards. The primary data from the staff interviews were
analysed using a sequential mixed analysis approach [42] with
priority given to the qualitative data [43]. The latter was
analysed in a thematic fashion with subsequent quantitative
integration [44].

IV.RELIABILITY AND VALIDITY

“Practitioner enquiry” [45] or “insider research” [46], [47]
raises a number of concerns about ethics, the lack of
objectivity [48]-[51] and the biases that may be inherent to
this particular methodology [52]. As a consequence, the
reliability and validity of the research findings [40], [53] is
subjected to reflexivity [78] as a quality assurance mechanism
considered of value to qualitative research. This can be
described as “trustworthiness in research” [54]. Guba [55] puts
forward four criteria to assess the trustworthiness of research:
1. Credibility

2. Transferability
3. Dependability
4. Confirmability

Credibility and dependability would translate to maintaining
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eliminating  bias.
confirmability could be demonstrated by a larger scale study
within the Organisation or a parallel study in another
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Transferability and secondary healthcare organisation. Table I is a critical
assessment of the validity of the research method,

methodology and data analysis used for this project:

TABLE I
RELIABILITY AND VALIDITY OF RESEARCH PROJECT

Criteria Evidence to support impartiality
Objectivity Objectivity maintained by partial insider role [77]
Duality of role Subject matter in a different field of interest
Minimal contact with the organisation as a carer and advocate
Bias Topic of interest to me but removed from area of work and no contact with the Organisation as a carer/user
Topic
Questions Questions focused on individual knowledge and awareness of the Mental Capacity Act 2005, AIDD services and advocacy

Participants/participant behaviour
Access

Power

Data collection

Access to documents
Semi-structured interview and
access to participants
Analysis and reporting

Ethical issues
Honesty and integrity
Privacy
Responsibility

types and services. The questions were designed pre-study to allow for exploration and discussion with participants
Participants were asked to speak freely and were informed that they were not being tested and there were no right or wrong
answers

No favourable access obtained for interview participants although my role within the Organisation allowed me to approach
individuals more freely

Participants were informed that a researcher from within the department should not be viewed as a member of staff

All Annual LD reports, including commissioned reports such as Pickering Institute report (Appendix A), are available to the
public
As per access above

Secondary data regarding Organisational performance , produced independently, underwent comparative thematic analysis
with a nationally-derived framework (Monitor compliance framework)

Primary data from the semi-structured interview underwent thematic analysis with pre-determined themes

Participants from all healthcare groups were approached to minimise sampling bias [39]

All the participants were voluntary

Participants were informed of the purpose of the study and the potential outcomes and were given a copy of the participant
information sheet and consent;

Participants were informed that all the data would be anonymised and kept in a safe and secure site

Participants were informed of their right to a copy of the results

V.

The results are presented in two parts:
Part 1: Secondary qualitative data drawing upon a
framework for a 'case study' using patient survey feedback and

patients complaints

Part 2: Primary qualitative and quantitative data gathered
from front line staff interviews

A. Part1

1. Assessment of Organisational Performance in Providing

AIDD Services

The first part of this research project looked at the overall
Organisational performance against the published quality
standard for secondary health care organisations, The Monitor
Compliance Framework is derived from the recommendations
from Michael (24). Table II is taken from the Sheffield
Teaching Hospitals Foundation Trust Learning Disability

RESULTS Hospitals (2013) [81], the 2015 National Adult Inpatient
Survey [82] and the Department of Health “Six Lives” report
from 2013 [83]. 300 surveys were mailed to patients with LD
and their carers. 108 (36%) were completed.

i.  Did you understand what the doctors and nurses said? In
the Sheffield patient survey 59% of respondents indicated
that they had understood the doctors and nurses. In the
Leeds survey 55% of respondents answered affirmatively.
The corresponding figures for the National survey was
72% and for the “Six Lives” report, 54%.

ii. Did the doctors and nurses listen to you? In the Sheffield
survey 75% of respondents indicated that the staff had
listened to them. In the Leeds survey only 60% stated that
this was the case. The corresponding number in the “Six
Lives” report was 84%, which included a composite of
“always listening” and “sometimes listening” to the LD
individual, family or carer.

Annual Report 2015-16 [79], and demonstrates Organisational ~ iii. Did you get to talk to the doctor or nurse? The vast

“compliance” in five out of the six criteria. A Carers Strategy
[80] is being developed to achieve “compliance” with the 3rd

criteria.

2. Learning Disability Patient Survey

The patient survey, commissioned by Sheffield Teaching
Hospitals Charitable Trust, was conducted between February iy,
2015 and July 2015, by the Pickering Institute, Europe. The
survey was carried out on inpatients and day cases and
consisted of 10 questions exploring their experience in the
hospital. The results are presented below with a comparative v
analysis of historical patient survey data from Leeds Teaching

majority (89%) of respondents in the Sheffield and Leeds
patient surveys (89% vs. 81% respectively) stated that
they had been able to communicate with the doctor or
nurse. However, in the “Six Lives” report, this only
occurred in 40% of individuals and 44% of family and
carers.

Did staff tell you enough about your operation? 89% of
respondents in the Sheffield survey said “yes” whereas
only 54% said “yes” in the Leeds survey and 77% said
“yes” in the National survey.

Did you get help eating and drinking? In the Sheftield
survey 68% of respondents said “yes”. In the National
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survey this figure was slightly higher at 72 %.

TABLE II
MONITOR COMPLIANCE FRAMEWORK

Criteria

Evidence/Compliance

1. The Trust has a mechanism in place to identify and flag
patients with LD and protocols that ensure that pathways of
care are reasonably adjusted to meet the health needs of
these patients

2. The Trust provides readily available and comprehensible
information to patients with LD about treatment options,
complaints procedures and appointment

3. The Trust has protocols in place to provide suitable
support for families/carers that support patients with LD

4. The Trust has protocols in place to routinely include
training on providing health care to patients with LD for all

Lorenzo flagging system (new patient administration system replacing PAS) linked to Sheffield
Health and Social care LD Case Register (shsc.nhs.uk/service/case-register)

LD alert system (accessed through LD intranet site via Admission and Discharge advice site)
Equality, diversity and human rights strategy (access via STHFT LD intranet site).

Learning disability link staff (accessed via LD intranet site).

Admission/discharge algorithms (accessed via Trust LD intranet site)

Compliance: YES

Intranet resources include — Easy read library

Easy read complaints leaflet

(Available on the Trust LD intranet site)

Compliance: YES

LD nursing care guidelines (accessed through the Trust LD intranet site under Admissions and
Discharge advice)

Compliance: PARTIAL

E-learning GMC LD - accessed via LD intranet site

E-learning LD — accessed via Trust LD intranet site.

staff

5. The Trust has protocols in place to encourage
representation of people with LD and their families/carers

6. The Trust has protocols in place to regularly audit its
practices for patients with LD and to demonstrate the
findings in routine public reports

E-learning Hidden Impairments
PROUD values used within appraisal process.

“Prepare to Care” courses includes LD presentation (correspondence from learning and Development
team at STH — 12 courses a year aimed at Care Support Workers (CSW). Presentations include: Duty

of Care, Equality and Diversity, Communication, Privacy and Dignity, Awareness of Mental health,
Dementia and Learning Disability. In 2015-2016 166 CSWs went through the programme. The
programme enables CSWs to obtain a Care Certificate.

“Well-being study days” (Sheffield Wellbeing Feasibility Study presented at European Public Health

Conference, Glasgow Nov 20™ 2014)

Compliance: YES

Park Hospital

Disability user groups within the Trust e.g. Ophthalmology and Radiology Department at Weston

Trust has volunteers with LD
Nurse Director represents the Trust on LD Partnership Board; ND has done presentations at Carer
forums and listened to their views/concerns.

Compliance: YES
Carer Audit 2010

Compliance: YES

Patients survey completed

Vi.

vii.

Viii.

iX.

Were you ever in pain? In the Sheffield and Leeds
surveys, 53% and 63%, respectively, indicated that they
had been in pain.

Did you get help to stop your pain? In the Sheffield
survey 79% of individuals, families and carers said that
had been given help to stop their pain. The corresponding
percentages in the Leeds and National surveys, and the
“Six Lives” report were 73%, 72% and 40% respectively.
Discharge — did staff tell you what to do? 84% and 60%
of respondents indicated “yes” in the Sheffield and Leeds
surveys respectively.

How well were you looked after? In the Sheffield survey
73% of individuals or their families or carers said they
were looked after “very well”. In the Leeds and National
cohorts the corresponding figures were 54% and 83%. In
the “Six Lives” report 46% of individuals with LD and
38% of carers said that they had been looked after “very
well”.

Were you ever treated unfairly? In the Sheffield survey
79% of respondents said “no”. In the Leeds survey 80%
said “no”, but 9% said that they were treated unfairly. In
the “Six Lives” report 62% of individuals with LD said
that they were shown respect, whereas only 44% of
families and carers felt that the individual with LD was
shown respect.

B. Part 2

1. Staff Interview

A semi-structured interview was carried out with 21
members of staff within the Organisation. 20% of the
participants were physicians. The remainder of the participants
was either nursing staff or support staff. Table III is a
breakdown of the staff that was included in the study.

The interview questions were broken down into 3 thematic
groups: A. Knowledge and understanding of the Mental
Capacity Act (2005); B. Organisational care of individuals
with AIDD; C. Advocacy and advocacy services.

TABLE III
PARTICIPANTS IN STAFF SURVEY
Participant (Code) Number
Health care assistant (HC1, HC2) 2
“Hotel” staff (H1)
Nursing staff (N)

Staff nurses (NS 1-5)
Sisters/Charge nurses (NC 1-7)
Matrons (NM 1, NM2)
Physicians (P)

Junior doctors (PD1)
Middle grade doctors (PR1)
Consultants (PC 1 and PC2)

= -

N — = N3 Wwn
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C. Knowledge and Understanding of the Mental Capacity
Act (2005)

The first two questions in the staff interview related to the
MCA (2005): the statutory principles of the Act and the
associated Code of Practice.

Only 1 out of the 21 participants (NC4) knew the statutory
principles and to which groups the Code of Practice referred
to. None of the senior physicians interviewed (PR1, PC1 and
PC2) could quote the principles. However, the most junior
physician (PD1) stressed one of the guiding principles to aid
individuals as much as possible to enable decision-making.
There was a general understanding amongst the physicians of
the concept of capacity and how to determine the lack of
capacity. Only 1 out of the 4 physicians (25%) (PR1) could
name any one of the groups of people to whom the Code of
Practice referred to. Three members of the nursing staff (21%)
(NC4, NC7, and NM1) were able to indicate one of the groups
of individuals to whom the Code of Practice covered. One
additional member of the nursing staff (7%) (NC2) said that
they would access the information on the Trust intranet site.

D. Organisational Care of Individuals with AIDD

The next series of questions referred to the care of patients
with AIDD. More specifically questions were raised about: a)
registering of individuals with AIDD; b) resources available
within the Organisation to be able to interact with individuals
with AIDD (the example given was an AIDD patient with
serious communication difficulty); c) training and mentoring
for staff involved in caring for individuals with AIDD; d)
awareness of LD liaison nurses; e) the Lead for LD within the
Organisation; f) whether families and carers were included in
provision of care and treatment and g) awareness of social,
cultural and spiritual issues when caring for individuals with
AIDD.

All of the physician participants hoped that there was some
system in place to register individuals with AIDD but they
were not sure if this was the case. Only one out of four
physicians (25%) was aware of some of the resources
available to communicate with individuals with severe
communication problems. All of the physicians were aware of
any some type of training: There was no knowledge of any
type of mentoring, LD link or liaison nurses or the LD Lead
within the Organisation. All the physicians felt that families
and carers were adequately involved in the provision of
treatment and care. With regard to social, cultural and spiritual
issues, only 1 out of the 4 physicians (25%) felt that they were
sufficiently prepared in general.

Of the nursing and ancillary staff, 30% (NC3, NC4, NC7,
NMI1 and NM2) were aware of the specifics and importance of
registering individuals with AIDD. Three out of the 17 nursing
and ancillary participants (18%) stated that this was
documented in the medical notes and one out of the 17
participants (NC1) “hoped” that there was some form of
documentation for individuals with AIDD. 66& of the nursing
and ancillary staff had knowledge of, and had used, particular
resources to interact with individuals with communication
difficulties (H1, NS3, NS4, NS5, NC3,NC4, NC5, NC6, NC7,

NMI1 and NM2). 24% of the nursing and ancillary group
(NS4, NC4, NC6, NC7) were aware of training support
through the Trust intranet and two out of 17 (12%) (NS3 and
NC1) commented upon training study days. 6% of the nursing
and ancillary group was aware that mentoring was available.
33% of the nursing group (senior nursing staff) was aware of
the LD links within the Organisation. None of the nursing
group knew of any LD liaison nurses. Only two members of
the nursing and ancillary staff (12%) knew the name of the
Lead for LD.

The final two questions were more open-ended. Only one
out of 17 nursing and ancillary staff (6%) (NS4) felt that they
did not use families or carers enough in the treatment and
provision of care. Two out of the 17 (NC4 and NM2)
participants in the nursing and ancillary group (12%) said
there was some differential treatment: “for younger patients
we use their family, more so than in older people” (NM2). The
remaining 14 participants (84%) indicated quite clearly that
they felt they included family members and carers in decision-
making and delivering care. Seven out of the 17 nursing and
ancillary staff (42%) (HC1, NS4, NS5, NC1, NC4, NCS and
NC6) did not feel adequately trained or “prepared” to deal
with any social, cultural and spiritual issues within this group
of patients. An additional 2 out of 17 (12%) nursing and
ancillary staff (NM1 and NM2) said that they felt this was
very variable and dependent upon the staff member.

E. Advocacy and Advocacy Services

The final set of questions referred directly to advocacy and
provision of advocacy services within the Organisation. The
first 2 related questions were to describe the role of an
advocate and expectation of advocacy services by users of
these services i.e. health care professionals. The next series of
questions asked participants to define the types of advocacy
that were available for health care professionals working in the
Organisation, the Code of Practice, the funding arrangements
and the auditing process for advocacy? If the IMCA service
was not volunteered by the participants, then it was brought up
as an additional question.

All of the participants responded in a positive and
affirmative manner to the question regarding role of an
advocate and their expectations as users of advocacy services.
Comments included: “the best interests of the patient” (NS2,
NC1, NC4, PC1); “to stand up for the patient’s rights” (NS2,
NS5); “to support patients’ rights to decisions” (NS4, NC7,
NM1); “independent voice for the person” (NM2). In contrast,
the range of responses was quite wide when asked about the
types of advocacy. Of the physician participants, 25% (PC1)
talked about professional advocates (although that term was
not used) in the form of nursing staff. 25% (PD1) mentioned
family members or next of kin and 75% (PD1, PRI, PCl)
mentioned the IMCA service.

In a similar way, the nursing and ancillary staff respondents
varied from 42% not being aware of any types of advocacy, to
24% (HC2, NS5, NC5, NM2) describing professional
advocates in the form of physicians or nurses. 18% of the
nursing and ancillary group participants (HC1, HC2, NC7)
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referred to family members and carers as advocate. Only one
member of this group (NS4) mentioned the LD link person as
an advocate. However, 5 out of 17 (30%) (NC4, NC5, NC6,
NM1 and NM2) mentioned the IMCA service. The remainder
of the questions was poorly answered by all the participants
including accessing the IMCA service and the specific role of
the IMCA.

VI. DISCUSSION

As described in the methods section, the study has been
designed as a case study [22], [23] looking at the performance
of Sheffield Teaching Hospitals in providing health care for
individuals with AIDD, with particular emphasis on advocacy.
Although the study has been conducted in 2 parts, the results
are presented as a “continuum” i.e. “macrosystem” data in the
form of the Organisational data, “mesosystem” data, looking
at internal processes [56] in the form of the staff survey
results, and finally “microsystem” data [57] in the form of the
results of the patient survey. If one were to simply focus on
one level of data, for example, the Organisational data in
relation to the Monitor Compliance Framework, then the
Organisation would appear to be performing well. One could
argue that blind acceptance of a single piece of data such as
this, may hamper, slow down or even stop ongoing learning,
change and development and ultimately affect improvement of
services for individuals with AIDD. The staff survey results
highlight significant issues with regard to the knowledge and
understanding of the Mental Capacity Act (2005), awareness
of protocols and processes involved in the day-to-day care of
individuals with AIDD and poor awareness of the range of
advocacy services available for individuals with AIDD.

The final piece of data is the patient survey, taken from
STHFT LD Annual Report 2015-16. The questions posed in
the survey were somewhat limited in comparison to the “Six
Lives” survey report [58]. Notwithstanding this fact, there
certainly appears to be a degree of congruence between
findings and concerns have to be raised about communication
with individuals with AIDD, poor understanding of
individuals with AIDD and a lack of reasonable adjustments
that are made.

If one considers all of these pieces of information, then in
answer to the question: “What is the overall Organisational
performance in providing health care for individuals with
AIDD?”, then one would have to conclude that the
Organisation has performed poorly.

VII. LIMITATIONS OF THE RESEARCH

The semi-structured staff interview was designed to explore
their understanding and knowledge of the Mental Capacity
Act (2005), LD services within the Organisation and the range
of advocacy services available to them. Three limitations need
to be highlighted:

1. The small sample size.

2. The interviewed staff members were from one part of the
Organisation.

3. The mix of participants was uneven.

The sample size and the group that was selected were
meant to be representative of a typical large acute secondary
health care organisation. The exclusion of staff groups that
dealt with “brain injury”, such as Neurology, Neurosurgical
services or Spinal Injuries, or Mental Health services was
intentional on the premise that they would have a skewed and
unrepresentative knowledge base and understanding of mental
capacity, learning disability and advocacy services. A larger
all-inclusive survey may well highlight, in rather a stark way,
the differences in understanding, knowledge and access to
particular services for individuals lacking mental capacity, by
different groups within the Organisation.

The Methods section should include equal numbers of staff
from the various health care groups. This has not been the
case. However, the uneven distribution reflects, in a more
accurate way, the complement of staff groups within a
secondary care organisation.

A. Organisational Strategy to Improve Lives and Health for
Individuals with AIDD

The number of individuals with AIDD continues to rise
with the result that there will be ever increasing demands on
public services such as education, health and social care. This
section will discuss and propose strategies to improve the
quality of healthcare for individuals with AIDD.

Organisational strategy can be broken down and analysed
by looking at the context, strategic purpose, choices and
development [59]. The context is the well documented health
inequalities in the form of increased and premature mortality
and increased morbidity [3], [24], [60]-[66] Addressing these
inequalities in health forms the basis of the strategic purpose
for the Organisation. In the wider context this will not only
require a change in societal values and perception but, more
directly, from an organisational point of view, improved
services in both primary and secondary care. Johnson et al.
[59] describe two diametrically opposite choices in the form of
either a competitive strategy or a cooperative strategy.
Philosophically, economically and from an efficiency point of
view, a cooperative and collaborative strategy, with the
Organisation working with primary healthcare, social care
services and third sector organisations, would be the most
appropriate choice of strategic model.

Strategy development has a number of elements including
identification of resources, implementation of care pathways
and defining performance metrics. This small research project
has been able to demonstrate a wide chasm between policies,
proposals and recommendations made at both national and
local levels and their implementation and delivery, the so-
called “second translation gap” [67]. One of the factors which
may affect implementation is the dissemination of knowledge
and information, both explicit and tacit [68], [69] within a
large organisation. The staff and patient survey has shown that
our current information-technology based systems, to educate
and make staff aware of critical knowledge such as the Mental
Capacity Act (2005), protocols and processes have only been
partially successful. There is growing evidence of the key role
of LD liaison nurses/acute liaison teams [70]-[72] in bridging
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this gap and providing effective, efficient care and support for
individuals with AIDD together with supporting staff. Brown
[72] cites the contributions made by LD liaison nurses (Table
Iv.

TABLE IV
CONTRIBUTIONS OF LD LIAISON NURSES
Number of stakeholder
Contribution of LDLN service comments on each
contribution
Co-ordinating care (care co-ordination,
. ; i - 105
discharge planning, pre-admission planning)
Promoting successful communication 51
Taking the pressure off 47
Facilitating reasonable adjustments 44
Preventing poor outcomes 29
Improving patient experience 26
Ensuring adherence to capacity legislation 16

The stakeholders in the study included individuals with LD,
carers, primary and secondary health professionals and LD
liaison nurses. A Mencap report in November 2014 [73],

following a freedom of information request to 165 NHS Acute
Hospital Trusts, stated that 42% of Acute Trusts did not have
any LD liaison nurses. This appears to be the case for
Sheffield Teaching Hospitals.

The initial part of the research project was to look at the
Organisational performance in relationship to the current
quality standard (Monitor Compliance Framework). This
paper has criticised the current standard and has suggested that
a more inclusive and robust framework, with appropriate
metrics, is required for monitoring overall Organisational
performance. We can draw upon the Health Self-Assessment
Framework, produced as a guide for commissioners [74], to
formulate a more comprehensive and inclusive set of quality
standards. Table V, adapted from Kaplan [56], outlines the
important indicators within the three domains of customers
and patients, internal processes and organisational learning,
and proposes particular metrics that could be used to assess
and monitor quality standards for secondary care
organisations. The proposed scorecard incorporates criteria
from the Secondary Care Charter for LD [75].

TABLE V
PROPOSED SECONDARY CARE ORGANISATIONAL PERFORMANCE SCORECARD FOR AIDD

Domains/KPI

Metrics

Customer/patient
Display “Getting it Right” principle
Individual Hospital Passport
Provide appropriate information

Listen, respect and involve individuals family and carers

Audit of experiences
Internal processes
Register individuals with AIDD
Demonstrate safeguarding arrangements
Appropriate advocacy systems, processes and quality standards
(QPM for IMCA service)

Protocols and pathways demonstrating “reasonable adjustments”
Demonstration of integration of care and assessment of needs
Organisational learning
Enactment and monitoring of MCA 2005
Education, training and support for staff
Audit and production of annual reports

Audit of outcome measures

Audit of experience measures

90% compliance
90% compliance
5-point Likert scale
Subjective: Likert scale

Objective: numbers of individuals with AIDD on patient forums as a % of numbers of forums
Percentage of individuals with AIDD who participated in annual surveys

90% compliance
Stories and case studies

Percentage of AIDD individuals/carers/AIDD liaison nurses accessing advocacy services.

QPM for IMCA service.
Stories and case studies/patient survey

Percentage of individuals with AIDD with a health plan as a proportion of total

90% compliance (e-learning)
Courses and attendance by groups as % of total
90% compliance

Mortality data
Morbidity data

Outpatient attendance

Inpatient length of stay

Patient survey/stories
5-point Likert scale

TABLE VI
PROPOSED LD ORGANISATIONAL STRATEGY

Organisational strategy

Process and outcome

Increased mortality and morbidity

Context

Poor patient and carer experience

Poor staff awareness and understanding

Purpose

Reduce health inequalities
Improve patient and carer experience

Improve staff awareness and understanding

Choice

Cooperative/collaborative approach with primary healthcare services, social care, MENCAP, BILD, local voluntary advocacy

organisations, patient and carer. Aim to develop efficient and effective integrated care pathways
Improve education within the Organisation

Development

Improve knowledge management systems
Develop AIDD Liaison Nurse Specialist service/AIDD Liaison specialist team

Devise a robust auditable performance scorecard
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There will be increasing scrutiny of Organisations and
Trusts, and their governance arrangements, following critical
reports such as the Care Quality Commission report on the
failures of the Southern Health NHS Foundation Trust to
maintain the safety of individuals within their mental health
and learning disability services [76]. The major findings from
the report were:

1. Very few unexpected deaths amongst individuals with LD
and individuals over the age of 65 years with mental
health problems were investigated (only 4 out of 93 (4%)
deaths in individuals with LD were investigated);

2. In 64% of investigations families were not involved;

The trust failed to use their data from the deaths;

4. There was no robust system in place to learn from their
deaths.

The Secretary of State for Health, the Right Honourable
Jeremy Hunt MP, in his statement to the House of Commons
at the time of the publication of the report [76], stressed the
importance of building “a culture in which failings in care
from the basis for learning for organisations and for the
system as a whole”. Although the statement focused on issues
related to mortality it is equally important, if not more
important, to widen the focus to scrutinise and improve all
aspects of health and social care support and delivery to
vulnerable groups such as individuals with AIDD and mental
health problems. Healthcare Trusts and social care services
need to develop and implement robust and transparent systems
to ensure high quality care, auditing processes and clear
systems demonstrating organisational learning to continually
improve care. Family and carer involvement in the design and
delivery of care is paramount.

had

VIII. CONCLUSIONS

Individuals with AIDD remain one of the most vulnerable
groups of people in society, often ignored and marginalised by
society. Attitudes towards such individuals are changing
slowly with help from various organisations such as
MENCAP and BILD. Advocacy for individuals with AIDD is
the foundation by which we as a society start to understand
and provide adequate support and care for such individuals.

Health inequalities endured and suffered by individuals
with AIDD are profound and disturbing. Addressing these
inequalities will require continued changes in societal attitudes
and values and significant improvements in the quality of
healthcare, social care and public services. This organisational
case study has looked at the quality of AIDD and advocacy
services in a large acute secondary healthcare organisation.
The findings have demonstrated poor organisational
performance if one takes into consideration data from staff and
patients. The awareness of the different types of advocacy
available was very poor amongst the representative staff
group. A significant amount of work needs to be undertaken to
improve the quality of care delivered. A strong argument can
be made for specialist teams with the expertise and skills to
liaise with individuals with AIDD, their families and carers to
improve experience, promote advocacy and deliver quality
care. In addition, organisations will be accountable for the

quality of service that is provided with both public and
professional scrutiny. Robust systems and processes need to
be developed by organisations to demonstrate quality care and
willingness of the Organisation to learn and develop.
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