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Learning Disabilities

The Quality Indicators for Learning Disabilities were first published in May 2000,
and have been used to assess the quality of health services available to children
and adults with learning disabilities in Scotland.

Since May 2000, significant developments have been made within policy and
legislation relevant to services for children and adults with learning disabilities.
The Adults with Incapacity (Scotland) Act (2000) has been implemented over
recent years, and the new Mental Health (Care and Treatment) (Scotland) Act
(2003) came into operation in October 2005. It was on the basis of these
developments that it was considered timely to undertake a revision of the
quality indicators.

The revised Quality Indicators for Learning Disabilities were published in February
2004. The learning disability visit programme for 2004-2005 looks at the
provision of community-based services for children and adults with complex
needs, and progress with learning disability hospital closure. This report
presents the findings from the peer review of performance against Quality
Indicators 1, 4, 5 and 6.
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Setting the Scene

NHS Quality Improvement Scotland (NHS QIS) was set up by the
Scottish Parliament in 2003 to take the lead in improving the quality
of care and treatment delivered by NHSScotland. NHS QIS does this
by setting standards and monitoring performance, and by providing
NHSScotland with advice, guidance and support on effective clinical
practice and service improvements.

About this Report

The revised Quality Indicators for Learning Disabilities were published in
February 2004. These quality indicators are being used to assess the
quality of services provided by NHSScotland nationwide, in both
community (including primary care) and hospital settings.

This report presents the findings from the peer review of NHS
Shetland. This review visit took place on 30 June 2005, and details of
the visit, including membership of the review team, can be found in

Appendix 2.
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1.1 How the Quality Indicators were Developed

In March 2003, the Learning Disabilities Quality Indicator Revision
Group was appointed to oversee the revision of the learning disability
quality indicators. The Group was chaired by Dr Margaret Whoriskey,
Principal Advisor, Disability Services, NHS QIS. Membership of the
Group included health and social care professionals (see Appendix 3).

The Group oversaw the revision of, and consultation on, the revised
Quality Indicators for Learning Disabilities.

The way in which quality indicators are developed is a key element of a
quality assurance process. The Group, working on behalf of NHS QIS,
was expected to:

e adopt an open and inclusive process involving members of the
public and professional people through a variety of mechanisms,
and

o work within NHS QIS policies and procedures.

During the revision of the quality indicators, a Scotland-wide consultation
process was undertaken to ensure that the views of people with learning
disabilities, carers, health and social care professionals, representatives
from voluntary organisations and the public were sought. All relevant
evidence available at the time was taken into account. The quality
indicators were piloted at NHS Greater Glasgow and NHS Dumfries &
Galloway.

Clinical Governance and Risk Management Standards

Every patient using healthcare services should expect these to be safe and
effective. The NHS QIS Standards for Clinical Governance & Risk Management
will ensure NHS Boards can provide assurance that clinical governance
and risk management arrangements are in place, and are supporting the
delivery of safe, effective, patient-focused care and services.

The clinical governance and risk management standards underpin all care
and services delivered by NHSScotland and provide the context within
which NHS QIS service and condition-specific standards apply. They
should be read in conjunction with all our quality indicators and standards.

The clinical governance and risk management standards are effective from

November 2005 and are available on request from NHS QIS or can be
downloaded from the website (www.nhshealthquality.org).
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These standards also apply to learning disability services, however,
relevant aspects of clinical governance are included in the quality
indicators.

The revised quality indicators focus on six key elements of the learning
disability service that have an impact on the quality of care a person with
a learning disability receives on their journey through the service. These
six quality indicators are:

e Involvement of children and adults with learning disabilities and
their family carers through self-representation and independent
advocacy

e Promoting inclusion and wellbeing

e Meeting general healthcare needs

e Meeting complex healthcare needs

e Inpatient services — daily life

e Planning services and partnership working.

These quality indicators provide a robust framework of targets, which set
achievable challenges for services.

1.2 How the Review Process Works

The review process has two key parts: local self-assessment followed

by external peer review. First, each NHS Board assesses its own
performance against the quality indicators. An external peer review
team then further assesses performance, both by considering the self-
assessment data and visiting the NHS Board to validate this information
and discuss related issues. The review process is described in more detail
below (see also the flow chart on page 11).

Self-Assessment by NHS Boards

On receiving the quality indicators, each NHS Board assesses its own
performance using a framework produced by NHS QIS. This framework
includes guidance about the type of evidence (eg guidelines and audit
reports) required to allow a proper assessment of performance against
the standards to be made.

The NHS Board submits the data it has collected for this self-assessment
exercise to NHS QIS before the on-site visit, and it is this information
that constitutes the main source of written evidence considered by the
external peer review team.
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External Peer Review

An external peer review team then visits and speaks with local
stakeholders (eg staff, patients, carers) about the services provided.
Review teams are multidisciplinary, and include healthcare professionals,
staff from social work, representatives of voluntary organisations,
people who use services and carers. All reviewers are trained. Each
review team is led by a reviewer, who is responsible for guiding the team
in its work and ensuring that team members are in agreement about the
assessment reached.

The composition of each team varies, and members have no connection
with the NHS Board they are reviewing. Both of these factors facilitate
the sharing of good practice across NHSScotland, and ensure that each
review team assesses performance against the quality indicators rather
than make comparisons between one NHS Board and another.

At the start of the on-site visit, the review team meets key personnel
responsible for the service under review. Reviewers then visit services
and speak with local stakeholders about the services provided. After
these meetings, the team assesses performance against the quality
indicators, based on the information gathered during both the self-
assessment exercise and the on-site visit.

The visit concludes with the team providing feedback on its findings
to the NHS Board. This includes specific examples of local initiatives
drawn to the attention of the review team (recognising that other such
examples may exist), together with an indication of any particular
challenges.

Thematic Review Principle

The learning disabilities quality indicators have been developed to allow
a review against all quality indicators at once (comprehensive locality
reviews), or against specific groups relating to a particular theme or area
of national priority (thematic reviews).

A thematic review principle has been adopted for the first national
programme of visits against the revised quality indicators. For 2004—
20006, the NHS QIS learning disability thematic review focuses on

the quality of care and services for children and adults with learning
disabilities in the context of hospital closure and service redesign. Four
of the six quality indicators (1, 4, 5 and 6) will be reviewed.
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The review team assesses each of the quality indicator statements, on the
basis of the self-assessment and supporting evidence provided by the
service being reviewed, and the information gathered during the course
of the review visit. The review team then evaluates and agrees how well
the service is performing against each quality indicator. The following
assessment categories are used.

Assessment Categories

o Comprehensively Developed
- Systems are in place to ensure that, wherever possible, the needs
of people with learning disabilities are fully satisfied.

- Procedures and arrangements are based on sound, integrated
approaches, deployed in all relevant areas.

- Robust strategies are in place, together with systems to monitor
the impact of these on the quality of services provided.

- There is active assessment review, seeking opportunities for
further development.

o Substantially Developed
- The systems in place enable most of the needs of people with
learning disabilities to be satisfied.

- Procedures and arrangements in place are deployed in the
majority of areas.

- Strategies are in place, together with some impact assessment
systems.

- There is some assessment and review activity identifying scope
for improvement.

e Partially Developed
- The systems in place enable some of the needs of people with
learning disabilities to be partially satisfied.

- Limited procedures and arrangements are deployed in some
areas.

- Fragmented strategies are in place.

- Little assessment or review activity is being carried out, with a
limited agenda for improvement.

e Scarcely Developed
- The systems in place are insufficient to address the needs of
people with learning disabilities.

- Inadequate procedures and arrangements are scarcely
implemented.

- There is little or no progress in developing relevant strategies.

- Very little assessment or review activity is carried out.
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1.3 Reports

After each review visit, NHS QIS staff, with clinical input as appropriate,
draft a local report detailing the findings of the review team. This draft
report is sent to the review team for comment, and then to the NHS
Board to check for factual accuracy. Each local report is accompanied by
an easy-read summary of the report, and these are published only after
all the visits have been undertaken nationwide.

Once the national review cycle is completed, the Project Group

(see Appendix 4) reconvenes to examine review findings and make
recommendations. The Project Group then oversees the production

of a national overview of service provision across Scotland in relation
to the revised Quality Indicators for Learning Disabilities. This document
includes both a summary of the findings (highlighting examples of

local initiatives and challenges for the service) and recommendations for
improvement. A national overview summary document is also produced.

Part of the remit of NHS QIS is to report whether the services provided
by NHSScotland, both nationally and locally, meet the agreed quality
indicators. This does not include reviewing the work of individual
healthcare professionals. In achieving this aim, variations in practice (and
potential quality) within a service will be encountered and subsequently
reported.

Please note — all reports published are available in print format and
on the NHS QIS website.
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The Review Process

Quality indicators Self-assessment

published and issued framework finalised
and issued

NHS Board undertakes self-assessment exercise and submits outcomes to
NHS Quality Improvement Scotland

Prior to Visit

NHS Quality Improvement Scotland sends information from
self-assessment submission to peer review team

Two-way presentations covering background on NHS Quality
Improvement Scotland and local service provision

Review team meets stakeholders and visits inpatient units
to discuss local services

=
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Review team assesses performance in relation to the quality indicators

Review team feeds back findings to NHS Board

Draft local report produced and sent to review team for comment

Draft local report sent to NHS Board to check for
factual accuracy

After Visit

Project Group considers findings of local reviews
and drafts national overview

2

NATIONAL OVERVIEW AND LOCAL REPORTS PUBLISHED
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2  Summary of Findings

2.1 Overview of Local Service Provision

Shetland is an island group situated north of mainland Scotland and
has a population of around 21,940. Many of the population live in the
town of Lerwick, although a significant proportion live in rural areas.
The proportion of older people in the population is below the national
average, as are levels of illness and deprivation.

Local NHS System and Services

NHS Shetland has the same functions as mainland NHS Boards. It is
responsible for improving the health of the local population and for

the delivery of the healthcare required. The Board of NHS Shetland
provides strategic leadership and has overall responsibility for the
efficient, effective and accountable performance of the NHS in Shetland.

The NHS Board is accountable for both continuously improving the
quality of their services, and safeguarding high standards of care, by
creating an environment in which excellence in clinical care will flourish
(framework of clinical governance).

Further information about the local NHS system can be accessed via the
website of NHS Shetland (www.show.scot.nhs.uk/shb).

NHS Shetland has one local authority partner, Shetland Islands Council,
based in Lerwick.

The information presented in the following section relates to service
provision for people with learning disabilities and is taken from the
scoping information submitted by the NHS Board prior to the review
visit.

Information on Population

e Number of people with a learning disability (all ages) 159
e Number of children with a learning disability (0-15) 60
e Number of adults with a learning disability who, at the

time of the visit:

- were receiving services from local learning disability teams 52

- were living in NHS inpatient accommodation n/a
- were detained under the Mental Health Act 0
- in out-of-area placements 0
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Inpatient Services

e There are no local inpatient services within NHS Shetland
and there is low usage of specialist inpatient facilities in NHS
Grampian.

Community Services

e NHS Shetland does not have a community learning disability team
(CLDT). However, a community learning disability nurse works
with and involves all relevant services:

- Laburnum House, Lerwick — respite and day care facility for
children and young adults (social work provision)

- Eric Gray Resource Centre, Lerwick — day service for adults
(social work provision), and

- Viewforth, Lerwick — residential and day-care centre for people
with dementia (social work provision).

Service User and Carer Groups

e Advocacy Shetland
e Special Needs Action Group (SNAG)
¢ Disability Shetland
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2.2 Progress since the Last Review

Services provided by NHS Shetland for children and adults with learning
disabilities, were reviewed in August 2001.

During the review visit to NHS Shetland in June 2005, the review team
found the following progress within areas covered by Quality Indicators
1,4, 5 and 6.

Person-centred Planning

In 2001, the review team recommended that NHS Shetland develop a
multi-agency approach to the development of person-centred planning
and joint assessment. At the time of the review visit in 2005, while
person-centred planning was not in place NHS Board-wide for adults
and young people with learning disabilities, a local area co-ordinator
had recently been appointed to assist with the development of person-
centred plans (PCPs). The review team was unclear whether the
appointed co-ordinator has the appropriate support and training.

Additional Specialist Services

The 2001 report recommended a review of the use of additional
specialist services, including clinical psychology, nurses and consultant
advice. During the review in June 2005, the review team noted that there
is currently no CLDT. Although a range of services are available, not all
are accessed within the NHS Shetland area.

Transition and Advocacy Arrangements

Following the visit in 2001, it was recommended that there should be

a review of transition arrangements and advocacy services available

to people with learning disabilities. In 2005, no review of transition
arrangements had been carried out. While the review team noted action
being taken in recent months to improve continuity of healthcare

from children’s to adults’ services, transition arrangements were still
underdeveloped. NHS Shetland reported that a review of advocacy
services has been conducted and a joint 3-year advocacy plan is in place
with Shetland Islands Council, with advocacy services available NHS
Board-wide.
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2.3 Progress with Hospital Closure and Service
Redesign

The Home at Last? report from the Same as You? Implementation
Group (SAYIG) was published in January 2004. The report sets out a
number of key objectives to ensure effective closure of all NHS
long-stay learning disability provision, and the development of an
appropriate range of robust community services. NHS Shetland does
not provide any inpatient services for people with learning disabilities,
and therefore, is not subject to the closure programme outlined in the
Home at Last? report.

2.4 Summary of Findings against the Quality
Indicators

A summary of findings from the review, including examples of local
initiatives drawn to the attention of the review team, is presented in
this section. A detailed description of performance against the quality
indicator statements is included in Section 3.

Quality Indicator 1: Involvement of Children and Adults
with Learning Disabilities and Their Family Carers through
Self-Representation and Independent Advocacy

Involving People in Planning Services

The NHS Shetland patient focus and public involvement (PFPI)
strategy 2004—2005, whilst inclusive of all care groups, does not make
specific reference to people with learning disabilities. The NHS Board
reported that people with learning disabilities are viewed as part of the
community. The review team found variable evidence of service user
involvement, with limited formal mechanisms in place for supporting
such involvement. While the NHS Board reported that local service
user/carer groups for people with learning disabilities are involved in
consultation, the review team was unable to confirm that this is carried
out on a systematic basis. The NHS Board reported that consultation

with service users and carers had been conducted regarding the disability

strategy (2005-2020) and that an easy-read version of the strategy has
been produced for service users. The review team commended the
involvement of service users in the work of the Eric Gray Resource
Centre Redesign Project Group.
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2 Summary of Findings

Example of a local initiative...

NHS Shetland supports the Moving On project and also has access to
Community Opportunities for Participation in Enterprise (COPE) Ltd.
The review team commended the innovative work of this organisation
in providing a range of supported work opportunities to adults with
learning disabilities, including employment placements and full-time
employment opportunities.

Access to Health Records

The NHS Shetland access to health records policy, in place at the time
of the review visit, is available in ordinary and large print. However,
accessible and user friendly formats (eg easy-read or audio tape) were not
presented to the review team. With regard to data protection procedures,
NHS Shetland has detailed these in staff guidance. A booklet, with
reference to the Adults with Incapacity Act (AWIA), has also been
produced for people with learning disabilities.

Complaints

There is a generic complaints procedure for all NHS Board service

areas within NHS Shetland and, while the procedure is in line with
national guidance, it was unclear whether such complaints procedures are
available for service users in accessible formats.

The NHS Board reported that the complaints procedure details
appropriate action staff should take following a complaint. However, the
review team could find no evidence of a formal system in place ensuring
appropriate actions follow from complaints and satisfaction surveys.

Advocacy

A joint advocacy plan is in place and services are available NHS Board-
wide. Advocacy Shetland provides a generic, independent service

and, while the review team noted that there has been a long break in
provision, the NHS Board reported that the service has been maintained
by utilising committee members, volunteer advocates and a part-time
worker.
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Quality Indicator 4: Meeting Complex Healthcare Needs
Service Integration

At the time of the review visit, the review team identified joint

care planning and joint clinical review activity between primary and
secondary healthcare services for most specialist health needs. Informed
networks and flexibility of staff from all agencies enables effective
communication.

NHS Shetland mental health service for people with learning disabilities
relies on occasional visits from a psychiatrist based within NHS
Grampian.

Example of a local initiative...

The Child Development Initiative (CDI) is a planned programme
employing a multidisciplinary team approach. The CDI is headed by

a visiting community consultant paediatrician from NHS Grampian
and takes place three times a year. Children and their families are seen
over a 3-or 4-day period and may visit the CDI at the Raeden Centre,
Aberdeen.

Transitions

The review team noted action being taken in recent months to improve
continuity of healthcare through age-related transitions from children’s
to adults’ services. However, the current state of development does
not ensure smooth transition of care. In addition, the NHS Board
reported that no formal monitoring is carried out on transition policies
and procedures, although a multi-agency steering group is currently
addressing the issues around transitions from adolescent to adults’
services.

A joint policy is being developed by NHS Shetland to support transitions
and will include health, social work and education.

Specialist Services

There are currently no CLDTSs in NHS Shetland. A range of clinical
services is available, though not all are accessed within the Shetland area.

While the review team noted the significant results achieved by the
community learning disability nurse, it was unclear how this health
co-ordinating role, reliant on a single-handed practitioner, would be
sustained.
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The review team found evidence of a range of specialist services
available for most complex needs, with evidence of continued
improvement to some of these services. The NHS Board reported
that the role of the community learning disability nurse is to provide
information, support and advice on a range of conditions. For children,
the NHS Board reported that the Raeden Centre provides specialist
assessments for NHS Shetland. In addition, the community children’s
nurse, hospital children’s nurse and community learning disability nurse
are available to provide advice, support and training. The review team
supported the formalisation of an NHS Shetland proposal to fund and
employ a second learning disability nurse within the children’s team.

There are four generic community psychiatric nurses (CPNs) available as
mental health trained staff. However, the NHS Board reported that there
are no jointly agreed admission protocols between learning disability and
mental health services. For children, NHS Shetland has access to one
child and adolescent CPN.

There is no lead person in NHS Shetland identified to co-ordinate access
of people with learning disabilities to autistic spectrum disorder (ASD)
services. However, the community learning disability nurse does provide
this service for adults and young people.

The NHS Board reported access to assessment and diagnostic services
for people with dementia, is via local CPNs, a psychiatrist and the
visiting clinical psychologist. While the NHS Board reported that social
work currently employ a dementia care manager, the review team noted
that further early diagnostic developments are required.

The review team agreed that a range of services is available to meet
the needs of adults with profound and multiple impairment, and their
family carers. For children’s services, there is an agreed policy for the
administration of medication and healthcare procedures in school
settings.

General and specialist services for adults and young people with learning
disabilities and epilepsy are available within NHS Shetland, with a
specialist neurology clinic and nurse specialist available through NHS
Grampian. For children, specialist epilepsy nursing support is provided
by the Sapphire Nursing Service at the Royal Aberdeen Children’s
Hospital, as well as the NHS Shetland community children’s nurse.
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Quality Indicator 5: Inpatient Services — Daily Life

NHS Shetland does not have inpatient services for adults with learning
disabilities.

Quality Indicator 6: Planning Services and Partnership
Working

Strategic Health Improvement and Needs Assessment

NHS Shetland reported that a health needs assessment is conducted
each year, the last being in July 2004. However, the review team noted
that this previous needs assessment did not take account of people
with learning disabilities and that NHS Shetland does not make specific
reference to people with learning disabilities within health needs
assessments generally. The NHS Board reported that the health needs
assessment carried out in 2003 covered a much wider range, including
learning disabilities. In addition, the NHS Board reported that a multi-
agency group, set up in April 2003, consulted widely and produced the
draft disability strategy. For children’s services, the NHS Board reported
that other plans, such as the draft children and young people’s services
plan 2005-2008, have been produced and detail prioritised needs and

expected resources.

Database Developments

NHS Shetland has a database, updated every 6 months, which includes
an assessment of the current and future needs of individual service
users. This database is compatible with national guidelines. The review
team was unclear about arrangements in place for the shared databases
with Shetland Islands Councils and partner agencies.

For children’s services, the review team noted that NHS Shetland is still
developing its multi-agency integrated assessment framework.

Healthcare Planning

The NHS Shetland Partnership in Practice (PiP) agreement, funding
framework and draft disability strategy identify local and Shetland-wide
requirements with regard to the provision of healthcare services for
people with learning disabilities. The review team found evidence of
the PiP being used at operational level, with the community learning
disability nurse playing a key part in this process.
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2 Summary of Findings

The NHS Board reported that children’s services plans, such as the child
health strategy action plan and the child and adolescent mental health
strategy (currently being developed) do take account of the needs of
children with learning disabilities, but that needs are assessed individually,
prioritised, and then included within the relevant plans.

The review team found evidence of planning for future services
integrated within the community health partnership (CHP) and that the
role of learning disability staff has been clearly identified within this
partnership.

There was evidence of joint commissioning of services for people with
learning disabilities who have complex needs. At the time of the review
visit, there were examples of packages jointly funded by NHS Shetland
and Shetland Islands Council. However, the review team noted that
services such as specialist consultant psychiatric cover are in need of
further development as demand for the service could exceed provision.

Partnership Working

The review team found evidence of joint commissioning arrangements
across NHS Shetland. The NHS Board reported that joint arrangements
for learning disability services are agreed and documented within the PiP,
The review team found evidence of joint working, both at operational
and strategic level, and good adherence to the principles of Joint Future.

At the time of the review visit, NHS Shetland had produced a draft
multi-agency vulnerable adults policy. However, the review team noted
that this policy has been in draft since January 2003 and that there is an
urgent need to finalise the policy. There is a Shetland-wide, inter-agency
child protection procedure, agreed between NHS Shetland, Shetland
Islands Council and the Northern Constabulary. However, there is

no formal system in place to monitor staff understanding of child
protection policies or draft vulnerable adults procedures.

Example of a local initiative...

The review team noted the effective health co-ordinating role of

the community learning disability nurse. Services combine well to
identify individual health needs and the community learning disability
nurse is key to this process. With regard to partnership working,

the community learning disability nurse plays a crucial part in
implementation of the PiP at operational level.
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3 Detailed Findings against the Quality Indicators

Quality Indicator 1: Involvement of Children and Adults with Learning
Disabilities and Their Family Carers through Self-Representation and
Independent Advocacy (Tiers 0-4)

Quality Indicator Statement 1.1
Involving People in Planning Services: The NHS Board and partner organisations effectively support and

involve children and adults with learning disabilities and family carers in the planning and delivery of services.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

The NHS Shetland patient focus and public involvement (PFPI) strategy 2004—2005 does not

make specific reference to people with learning disabilities and the NHS Board reported that adults
with learning disabilities are viewed as part of the community. The review team found variable
evidence of service user involvement, with limited formal mechanisms in place for supporting such
involvement. The NHS Board reported that family carers and service users have been involved with
planning groups, such as the Kantersted Project, and the review team found evidence of service user
involvement in the redesign of the Eric Gray Resource Centre, Lerwick. However, the review team

noted that service users are not involved effectively in planning groups at strategic level.

While the NHS Board reported that local user/carer groups for people with learning disabilities are
involved in consultation, the review team was unable to confirm that this is done on an ongoing basis.
There are no formal systems in place to monitor carer and service user involvement and, at the time of

the review visit, the review team was unsure whether consultation styles are conducive to involvement.

Planning information is available to people with learning disabilities and their family carers. An
executive summary is forwarded to every household. However, the review team was unaware of
such information being available in alternative formats. In addition, there was no evidence that NHS

Shetland intends to approach people with learning disabilities with user-friendly documents.

NHS Shetland supports the Moving On project and also has access to supported employment schemes.
The review team noted the good work of Community Opportunities for Participation in Enterprise
(COPE) Ltd, which provides a range of supported work opportunities to adults with learning

disabilities, including employment placements and full-time employment opportunities.
STATUS: Partially Developed (Children’s Services)

For children’s services, the review team noted that the NHS Shetland PFPI strategy 2004—2005

does not make specific reference to people with learning disabilities, and the NHS Board reported

that children with learning disabilities are viewed as part of the community. The review team found
evidence that families are involved in planning groups and that children, with no direct involvement in

these groups, have their views represented by their family carers.
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The NHS Board reported on the Youth Voice network, which has held a number of events such as
full-day workshops and follow-up meetings. However, the review team was unable to clarify how this
group impacts on effective involvement with planning groups. The NHS Board also reported that
children and carers are involved with the writing of the local children’s plan through groups such as

the special needs awareness group (SNAG).

Quality Indicator Statement 1.2

Involving People in Planning Services: Children and adults with learning disabilities and their families, family

carers or their representatives are involved in the planning and review of their care across all health services.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

NHS Shetland has a written user involvement strategy, procedure for patient involvement in health
care, but it was noted that there are no accessible formats available. NHS Shetland reported that
person-centred plans (PCPs) are not in place NHS Board-wide, but that a local area co-ordinator

has recently been appointed to assist with PCP development. However, the review team was unclear
whether the appointed individual has had appropriate training. The NHS Board reported that
discussions with families, parents and siblings are recorded in the service user’s care plan, treatment
plan or case notes, as appropriate. In addition, service users and family carers involved with the review

visit reported their involvement with care review meetings.
STATUS: Partially Developed (Children’s Services)

NHS Shetland has a written user involvement strategy, procedure for patient involvement in health
care. The NHS Board reported that PCPs are not in place NHS Board-wide, but that individual care/
treatment plans and individual education plans are used, with input from health staff. The NHS Board
reported that children, and their carers, attend meetings about healthcare and education. However,

at the time of the review visit, the review team was unclear as to the involvement of children in the

planning of services.
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Quality Indicator Statement 1.3

Access to Health Records: There is a policy on access to health records in primary care, community and hospital

services that is accessible to, and can be used by, children and adults with learning disabilities.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

NHS Shetland has a policy on access to health records that is available in ordinary and large print.
However, the review team was not shown evidence that this policy is available in accessible or
user-friendly formats (eg easy-read or audio tape). In relation to supporting people with learning
disabilities to access information, there are no formal processes in place. The NHS Board reported
that communication needs are assessed on an individual basis and that sign language interpreters are
available. In addition, the NHS Board reported that Advocacy Shetland is available to provide support
to people with learning disabilities to access information. The review team noted that there has been

a break in advocacy provision for approximately 2 years, but the NHS Board reported that the service
has been maintained by utilising committee members, volunteer advocates and a part-time worker.
Data protection procedures in place within NHS Shetland are outlined in staff guidance and a separate

booklet with reference to the Adults with Incapacity Act (AWIA), has been produced for service users.
STATUS: Partially Developed (Children’s Services)

A policy on access to health records is available in ordinary and large print. However, the review team
did not find evidence of the policy being available in accessible or user-friendly formats. It was unclear
from the evidence provided whether active support, in the form of independent advocacy, is available
specifically for children with learning disabilities to access health information. Data protection
procedures in place within NHS Shetland are outlined in staff guidance and a separate booklet for

service users details the involvement of carers for children.

Quality Indicator Statement 1.4
Complaints: There is a complaints procedure, a freedom of expression policy, and systems in place for recording

suggestions and assessing satisfaction to inform service delivery. These are appropriate, available and accessible

to children and adults with learning disabilities in primary care, community, and hospital-based services.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

An NHS Board-wide complaints procedure for hospital and community services, in line with national
guidance, is in place within NHS Shetland. The NHS Board reported that comments and suggestions
leaflets are distributed to all wards, departments and NHS premises. However, from the evidence
provided, it was unclear whether the complaints procedure was available in accessible formats for

service users.
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In relation to people with learning disabilities and routine opportunities for them to express opinions
and concerns, the NHS Board reported that service users and their family carers are able to feed back
both formally and informally, and that independent advocacy, through Advocacy Shetland, is available.
However, the review team did not meet with any families who had used this service. Family carers who

met with the review team noted that they report their concerns through informal routes.

The review team did not find evidence of user satisfaction surveys in appropriate and accessible
formats for people with learning disabilities. The results of the community learning disability nurse
caseload survey were noted by the review team. However, it was unclear whether the results are
discussed and forwarded appropriately. It was also unclear from the evidence provided whether user

satisfaction surveys are accessible to people with learning disabilities, or take account of their views.

The NHS Board reported that the complaints procedure details the actions staff should take following
a complaint. However, the review team did not find evidence of a formal system in place to ensure that

appropriate actions follow from complaints and satisfaction surveys.
STATUS: Scarcely Developed (Children’s Services)

The NHS Board-wide complaints procedure is in place within children’s services. The review team

noted that the procedure is inaccessible for most children and young adults with learning disabilities.

Quality Indicator Statement 1.5

Advocacy: There is an NHS Board strategy for the range of advocacy services, which addresses the individual

needs of children and adults with learning disabilities and their family carers.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

NHS Shetland has a joint advocacy plan in place and services are available NHS Board-wide. The
review team noted that the Shetland Patient Supporter Scheme - A Guide for Patients is no longer

in use. NHS Shetland has some arrangements in place to support the right to access independent
advocacy, in line with the new Mental Health Act. The NHS Board reported that Advocacy Shetland
is to receive additional money to provide specialist mental health advocacy for people of all ages.

In addition, NHS Shetland has an agreement with Aberdeen Advocacy and North East Advocacy

to provide advocacy to NHS Shetland patients attending, the Royal Cornhill Hospital, Aberdeen.

However, the review team was unable to confirm this.

The review team was also informed of a new advocacy worker in post, but the individual was

unavailable during the review visit.
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Advocacy Shetland provides a generic, independent service, however, the extent to which this
service is accessible for people with learning disabilities was unclear. The review team was unable to
ascertain whether the level of input from Advocacy Shetland is sufficient to support parents, siblings
and family carers. In addition, the evidence provided did not demonstrate that Advocacy Shetland
has done proactive work with the NHS learning disability service. The review team also noted that
NHS Shetland does not currently provide any form of self-advocacy service for adults with learning
disabilities. The NHS Board reported that there is currently one adult with learning disabilities who

has an independent advocate.

A service level agreement is in place for advocacy services, but the review team noted that there has
been a long break in provision. The NHS Board reported that the service has been maintained by
using committee members, volunteer advocates and a part-time worker. While NHS Shetland seeks
advice and support from the Advocacy Safeguards Agency (ASA) and the Scottish Independent
Advocacy Alliance (SIAA), there is no agreed date for ASA evaluation. In addition, the NHS Board
reported that regular feedback and independent evaluation by ASA is planned, but the review team was

unable to identify a clear plan for this work.
STATUS: Partially Developed (Children’s Services)

NHS Shetland has a joint advocacy plan in place and services are available NHS Board-wide. While
the NHS Board reported that services are available to children, it was unclear from the evidence
submitted whether this is specific to children with learning disabilities. The review team noted that
there are currently no children with learning disabilities who have an independent advocate, although,

assistance and support for some families has been provided within a community setting.

Quality Indicator Statement 1.6

Advocacy: The NHS Board promotes and supports advocacy services through ongoing training and ensuring

accessibility to information and services.

NHS Shetland
STATUS: Scarcely Developed (Adults’ Services)

NHS Shetland reported that training for NHS staff in both hospital and community settings on the
role of independent advocacy is offered as and when required. However, those staff the review team
met with did not have an awareness of such training programmes. The NHS Board confirmed that, to
date, advocates have not had access to training on health and social care issues relevant to people with

learning disabilities.
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A formal advocacy referral protocol was not available across NHS Shetland at the time of the visit.
The review team noted that accessible information about advocacy services is not widely available. The
NHS Board reported that Advocacy Shetland staff are known to many NHS staff, and that advocacy
service leaflets are placed at appropriate locations within the NHS Board area. However, the review
team was unable to find information in a range of formats that would be accessible to people with
learning disabilities.

The NHS Board reported that staff knowledge and understanding of the range of advocacy services is
supported by ongoing staff training programmes, based within induction days. As before, staff are not
aware of such information being part of ongoing training programmes. The NHS Board confirmed

that no formal mechanisms are in place for monitoring staff knowledge and understanding;
STATUS: Scarcely Developed (Children’s Services)

For children’s services, the NHS Board reported that training on the role of independent advocacy is

offered to NHS staff. However, this was not confirmed during the review visit.
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Quality Indicator 4: Meeting Complex Healthcare Needs (Tiers 3 & 4)

Quality Indicator Statement 4.1

Service Integration: There is functional integration of specialised and general health services.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

Within adults’ services, the review team found evidence of joint care planning and joint clinical

review activity between primary and secondary healthcare services for most specialist health needs.
NHS Shetland staff are able to communicate effectively, both formally and informally, due to the

small number of professionals and proximity of work places. Access to specialist advice by other
agencies, and family carers, is through the community learning disability nurse and this role has been
functioning efficiently. However, the review team noted that such access to specialist advice is reliant
on one individual and this could lead to insufficient coverage due to leave or sickness absences. In
addition, NHS Shetland’s mental health service has relied on occasional visits from a learning disability

psychiatrist based within NHS Grampian.
STATUS: Partially Developed (Children’s Services)

For children’s services, the review team noted the work of the Child Development Initiative (CDI)
which employs a multidisciplinary team approach. The CDI, which occurs 3 times a year, is headed by
a visiting consultant paediatrician from NHS Grampian. A number of children and their families are

seen over a 3-or 4-day period.

The NHS Board reported that multidisciplinary planning and review meetings are held as dictated

by the child’s needs. Families that took part in the review reported that they can often spend a lot of
time meeting different professionals and that a more integrated approach would be beneficial. As with
adults’ services, there was evidence of a significant reliance on the community learning disability nurse

for access to specialist advice.
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Quality Indicator Statement 4.2
Transitions: There is continuity of healthcare through age-related transitions from pre-school to school, primary
to secondary education, youth to adult learning disability services and adult to older people’s services. This is

ensured by liaison between paediatric services, primary care, education services and other specialists.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

The NHS Board reported that it is normal practice to hold multidisciplinary meetings to plan
transitions between services. These are done on an individual basis. The NHS Board also reported that
no formal monitoring is carried out on transition policies and procedures, and a multi-agency steering
group is currently addressing the issues around transitions from adolescent to adults’ services. The
review team noted action being taken in recent months to improve continuity of healthcare through
age-related transitions from children’s to adults’ services, but that the current state of development

does not ensure smooth transition of care.

In relation to co-ordinated support plans (CSPs), dedicated health professionals such as the community
learning disability nurse, physiotherapist, occupational therapist, and speech and language therapists

contribute to these.
STATUS: Partially Developed (Children’s Services)

For children’s services, the NHS Board reported that there are no written policies to support age
transitions within health services and between education, social work and other agencies. The NHS
Board reported that transition issues are usually considered during an individual’s review and planning
meeting. As with adults’ services, a multi-agency steering group is addressing the issues regarding
transition from adolescent to adults’ services. Communication between services and agencies and
agreement on procedures for sharing information is done through school reviews, day care service
reviews and the CDI. However, the review team noted that NHS Shetland is still developing its multi-

agency integrated assessment framework for children.

During a visit to Bells Brae Special Needs Unit, Lerwick, the review team was informed that some of
the young people using this service are due to move to a new service to be based in a Lerwick high
school. The review team noted the requirement for the provision of age appropriate services, for some

of the young people still based at this unit.
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Quality Indicator Statement 4.3

Transitions: There is continuity of healthcare in service transitions within, and, to and from health services such
as community, hospital, respite care, and locality transitions.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

NHS Shetland reported that a joint policy is being developed to support transitions and that it will
include health, social work and education. However, the review team was unclear what the timescale
was for this work. While healthcare needs for adults with learning disabilities continue to be
recognised and care plans are transferred from children’s to adults’ services, the review team noted
issues relating to effective communication. The GP plays a central role in the continuity of general and

specialist health services.

Information and support is available to those with a learning disability, and their families through the
community learning disability nurse, social worker, education staff and various parent support groups.

Individual services have their own information leaflets.
STATUS: Partially Developed (Children’s Services)

The NHS Board reported that a joint policy is being developed to include health, social work and
education, though the review team was unclear what the timescale was for this work. Information
and support for service users and their family carers is available via the community learning disability
nurse, the children’s community nurse, social worker, education staff and parent support groups.
However, the review team was unsure whether such information sharing is proactive or reliant on
the individuals contacting the relevant services. Disability Shetland produces the Helping Hands
pack containing a range of information on benefits and allowances, and services such as speech and

language therapy and the role of the health visitor.

The NHS Board reported that aids and equipment for children and young adults with learning
disabilities is provided following assessment by the paediatric occupational therapist, and that this

professional will work with the individual through the various transitions.
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Quality Indicator Statement 4.4

Specialist Services: Children with learning disabilities have access to specialist multidisciplinary/multi-agency

community services.

NHS Shetland
STATUS: Substantially Developed (Children’s Services)

Within children’s services, there are local early diagnostic and intervention services available to those
with learning disabilities, though not all are accessed within the Shetland area. The review team noted
that there has been no recent community paediatric medical input into services for children with
learning disabilities, but a GP with a special interest in paediatrics, together with appropriate support
from NHS Grampian, provides local diagnostic services. In addition, the Raeden Centre, Aberdeen,

provides multidisciplinary assessments.

The review team noted the appointment of a child and adolescent clinical psychologist, a though it
was unclear as to what peer support was available for this individual. In addition, the review team
supported the formalisation of an NHS Shetland proposal to fund and employ a second learning

disability nurse within the children’s team.

As before, the review team noted that NHS Shetland is still developing its integrated assessment
framework for children, and it was unclear whether approval had been obtained from the relevant
group. It was noted that allied health professionals, by working in small teams, benefit from
accessible peer support. However, the review team noted that other forms of peer support may need

consideration.

Quality Indicator Statement 4.5

Specialist Services: Adults with learning disabilities have access to specialist multidisciplinary/multi-agency

community services.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

There are no community learning disability teams (CLDTs) in NHS Shetland, although services
available include occupational therapy, physiotherapy, speech and language therapy and the community
learning disability nurse. There is also a range of clinical services available, however, not all are

accessed within the Shetland area.

The review team noted that excellent results have been achieved through the health co-ordinating role
of the community learning disability nurse. However, it was unclear how the system for maintaining
this would be sustained. In relation to timely access to services, the NHS Board reported that not all
services have an agreed waiting time, but visiting services, with an agreed waiting time of 26 weeks,

are audited monthly.
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Single shared assessments (SSAs) are in use, and, at the time of the review visit, the community
learning disability nurse had two adults on her caseload with SSAs. In addition, all patients on her
caseload have a community care assessment and the NHS Board reported that when an individual’s

community care assessment is due for review, an SSA would then be completed.

Quality Indicator Statement 4.6

Specialist Services: NHS Boards have identified specialist service needs and the range of services for children

and adults with complex needs is provided across the NHS Board area.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

There is evidence that information about health needs is collected and available for analysis. The
review team noted that developments with regard to the linkage of primary and secondary healthcare
had been assisted by multi-agency working. The NHS Board reported that the health promotion
department, which supplies learning resources, operates a lending library service and that the
community learning disability nurse also provides information, support and advice to individuals
and their families on a range of conditions. The review team noted that a comprehensive, learning

disability-specific health needs assessment has not yet been completed.

Specialist assessment is available for most complex needs and, at the time of the review visit, there was
evidence of continued improvement to some of these services. However, the consultant psychiatrist
visits Shetland twice each year and, therefore, difficulties in obtaining specialist assessment of mental
health needs remain. However, the NHS Board reported that local GPs have telephone support from
the consultant between visits and that if there is an emergency, the local psychiatrist takes initial

responsibility for the case.

At the time of the review visit, a managed clinical network (MCN) co-ordinator for epilepsy, for the
north of Scotland, had recently been appointed and it was noted that Shetland’s participation in this

network was at an early stage.
STATUS: Partially Developed (Children’s Services)

For children, NHS Shetland reported that specialist assessment is available via the Raeden Centre as
well as from local services. Waiting times for the Raeden Centre vary between 1 and 8 weeks. The

review team noted that this assessment unit only operates during term time.

As with adults’ services, the NHS Board reported that the health promotion department, which
supplies learning resources, operates a lending library service. In addition, the community children’s
nurse, hospital children’s nurse and community learning disability nurse are available to provide

information, support and advice to individuals and their families on a range of conditions.
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The review team noted that NHS Shetland is able to use telemedicine facilities in order to access
specialist advice and consult with experts elsewhere in the UK. However, communication difficulties

can often occur on the mainland where such facilities are not as readily accessible.

Quality Indicator Statement 4.7

Services for Children and Adults with Challenging Behaviour: There are community-based services to meet the

needs of children and adults with challenging behaviour.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

NHS Shetland has community-based services to meet the needs of adults with challenging behaviour.
Assessments and appropriate responses to behavioural challenges are available through the community
learning disability nurse, together with active participation of the social work department. The NHS
Board reported that the community learning disability nurse accepts referrals from social services,
education and health. The review team noted that health needs assessments have been undertaken, but

that these do not specifically refer to individuals with learning disabilities.

There are no local inpatient services within NHS Shetland and there is low usage of specialist inpatient
facilities in NHS Grampian.

STATUS: Substantially Developed (Children’s Services)

For children, the review team found that there are community-based services to meet the needs of
children with challenging behaviour. The NHS Board reported that multi-agency arrangements for
crisis response include the duty social worker, emergency respite provision, the use of child protection
procedures and the community learning disability nurse. The review team was informed of a recent
crisis situation whereby arrangements and responses appeared to be appropriate. However, the review
team noted that further incidents would benefit from explicit crisis intervention and risk management

strategies.

As with adults’ services, there are no local inpatient services within NHS Shetland for children.
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Quality Indicator Statement 4.8

Services for Children and Adults with Challenging Behaviour: Management and treatment of challenging

behaviour is practised, and approaches used have proven, evidence-based effectiveness and social validity.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

The management and treatment of challenging behaviour is supported by policies and procedures,

and staff competency enables appropriate assessment and treatment. The NHS Board reported that
most policies and procedures are available on the intranet and that training needs are identified during
individual appraisal sessions, and are included in personal development plans. The NHS Board also
reported that the process of introducing a new policy includes the consideration of staff training and
that, at the time of the review, a joint training plan for social work, education and health staff had been

developed, although current progress on this was unclear.
STATUS: Substantially Developed (Children’s Services)

The review team found evidence that the management and treatment of challenging behaviour
is practised, and is evidenced-based. The NHS Board reported that the education department is
considering the development of a restraint policy to complement the current promotion of positive
behaviour. In relation to training needs for education staff, the community learning disability nurse
is available to train and support such staff, and arranges formal sessions with schools, as well as

responding to urgent cases.

Quality Indicator Statement 4.9

Services for People with Offending Behaviour: There is a service to meet the needs of people with learning

disabilities with offending behaviour.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

The NHS Board reported that there are no local professionals with expertise in working with
offenders with learning disabilities, but that such cases would be referred to services based in NHS

Grampian. An appropriate adults’ scheme is in place to provide necessary support.

The review team noted that the demand for this service is very infrequent and so it is difficult to assess

the effectiveness of these arrangements.
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STATUS: Scarcely Developed (Children’s Services)

Within services for children, there are no local professionals with expertise in learning disabilities and
offending behaviour. At the time of the review visit, the review team was unable to confirm whether
there is a service in NHS Shetland for children and young people with learning disabilities with

offending behaviour.

Quality Indicator Statement 4.10

Services for People with Mental Health Problems: The mental health needs of children and adults with learning

disabilities are met in the most appropriate setting.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

The NHS Board reported that there are four generic community psychiatric nurses (CPNs) available

as mental health trained staff within the community, although none have received specific training in
learning disabilities. The NHS Board also reported that there are no jointly agreed admission protocols
between learning disability and mental health services. However, the review team noted that local
mental health services have assisted with some cases, including urgent cases. The visiting service from
NHS Grampian has been of low frequency, with a direct service available twice a year. While local GPs
have the opportunity of telephone support from the consultant psychiatrist between visits, the review

team was unclear as to formal, ongoing arrangements for mental health services.

At the time of the review visit, co-ordination of mental health services was dependent on a single
practitioner, with mental health skills, based within the learning disability service. The review team
was unsure as to the availability of an adequate level of mental health officer service. The review team
noted that the Joint Local Implementation Plan (JLLIP) for NHS Shetland may require to include
details regarding the local response for people with learning disabilities who may require intervention
under the Mental Health Act. The NHS Board reported that the Scottish Executive has been informed
of the NHS Shetland format for local response.

STATUS: Partially Developed (Children’s Services)

At the time of the review visit, there were no jointly agreed protocols between learning disabilities and
mental health in place. NHS Shetland employs one child and adolescent CPN and this individual is the
identified mental health service for children with learning disabilities. The NHS Board reported that
formal and informal meetings are arranged between child health, child and adolescent mental health
services and learning disability services, and that a new discussion forum has recently been organised

for all professionals working with children with learning disabilities.
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Quality Indicator Statement 4.11

Services for People with Autistic Spectrum Disorder: The assessment and treatment needs of children and
adults with learning disabilities who have an ASD are met in accordance with national guidelines.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

The NHS Board reported that there is no lead person providing co-ordination and support to access
autism services. However, the community learning disability nurse is often the individual providing
this service. Identification and diagnostic assessment of adults with learning disabilities, who have an
autistic spectrum disorder (ASD), is available in NHS Shetland to a limited extent. The NHS Board
reported that adults receive early diagnostic services though a referral system to the visiting clinical
psychologist, and that staff identified with expertise to provide appropriate ASD services include the
community learning disability nurse, CPN, clinical and educational psychologists and some social
services staff. Specialist care pathways for people with ASD are not used, as the client-base is very
small, so they are dealt with on a case-by-case basis. Similarly, specialist care pathways are not used to
support transitions, although the NHS Board reported that transition plans are multidisciplinary, and

always involve the service user and their family/carers.

All new national healthcare guidelines are considered by the clinical governance co-ordinating group,

for the formulation of any local adaptation notes required, and production of initial audit plans.
STATUS: Partially Developed (Children’s Services)

At the time of the review visit, the NHS Board reported that there is no lead person providing
co-ordination and support to access autism services. However, the community learning disability
nurse is often the individual providing this service. The NHS Board reported that children receive
early diagnostic services through referral to the Raeden Centre, and that NHS Shetland has recently
employed a full-time clinical psychologist for children and adolescents. However, it was unclear from

the evidence provided what progress was being made with this particular appointment.

Staff identified with expertise to provide appropriate ASD services include the community learning
disability nurse, community children’s nurse, child and adolescent CPN and clinical and education
psychologists. The NHS Board reported that some educational staff in several schools are able to
provide outreach services to support parents as well as teachers. As with adults’ services, specialist care
pathways for children with ASD are not in use because of the small numbers, and are, therefore, dealt

with on a case-by-case basis.
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Quality Indicator Statement 4.12

Services for People with Dementia: There is an appropriate range of services to meet the needs of people with

dementia.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

The NHS Board reported access to assessment and diagnostic services for people with dementia, is
through local CPNs, a psychiatrist and the visiting clinical psychologist. While the review team noted
that early diagnostic developments are needed, the NHS Board reported that social work employs a
dementia care manager. There are staff training programmes available for dementia awareness with
recent study days attended by both healthcare and social work staff. However, the review team was
unclear whether such training was available on a rolling programme or whether it was conducted on a

needs basis.

Liaison with older people and mental health services is made through the community learning

disability nurse, who will attend multidisciplinary reviews as necessary.

Quality Indicator Statement 4.13

Services for People with Profound and Multiple Impairment: There is an appropriate range of services to meet

the needs of children and adults with profound and multiple impairment and their family carers.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

The review team found evidence of a range of services available to meet the needs of adults with
profound and multiple impairment, and their family carers. The NHS Board reported that specific
health needs are assessed on an individual basis and would usually involve healthcare staff such as the
GP, practice nurse, local consultant physician or specialist doctor. The review team noted that services

would need to ensure they remain responsive to changing patterns of need within this population.

NHS Shetland uses training plans as its agreed protocols for the administration of healthcare
procedures, and such protocols are used by all local providers. Training on administration of rectal
diazepam provided by specialist healthcare staff, is available for social work staff, and the community
learning disability nurse arranges these sessions. In addition, specific AHPs are involved with new aids
and equipment training, while tube/percutaneous endoscopic gastrostomy (PEG) feeding, suction and

oxygen therapy training is provided by the community nurse.
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STATUS: Substantially Developed (Children’s Services)

The review team noted that there are services in place to meet the needs of children with profound
and multiple impairment within the NHS Shetland area. As with adults’ services, NHS Shetland

uses training plans as its agreed protocols for the administration of healthcare procedures. The NHS
Board reported that there is an agreed policy for the administration of medication in school settings.
Training provided by the children’s community nurse covers areas such as use and care of PEG, rescue

medication, epilepsy awareness, oral suction and care of colostomies.

During a visit to the Bells Brae School, the review team was aware of a wide range of specialist
equipment. The NHS Board reported that equipment for use in schools is assessed by occupational
therapy, speech and language therapy and physiotherapy, and the review team noted that staff viewed
equipment as belonging to the child and that it would accompany them during transition periods.
The review team found that the service agreements made at the time of purchase were seen, by some
staff, to cause difficulties when replacing equipment accessories. In addition, the service providing
wheelchair equipment, based in Aberdeen, was unable to respond to NHS Shetland staff on a

consistent basis.

Quality Indicator Statement 4.14

Services for People with Learning Disabilities and Epilepsy: Services for children and adults with learning

disabilities who have epilepsy are available.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

The review team noted that, within the constraints of providing a specialist service in Shetland,

the NHS Board demonstrated that adults with learning disabilities and epilepsy are able to receive
general, and specialist health services. The NHS Board reported that adults with learning disabilities
have access to a specialist neurology clinic based within NHS Grampian, and that a local consultant

physician, with a special interest in epilepsy, is also involved.

Joint treatment plans are carried out on an individual basis. They are completed and signed by the
service user, if appropriate, and family carers and professionals are involved with the service user’s care
plan. Nurse specialists in epilepsy are available, via NHS Grampian, to provide advice and support to
service users and their family carers. In addition, the NHS Board reported that Epilepsy Scotland has
recently initiated a group in Shetland.
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STATUS: Substantially Developed (Children’s Services)

At the time of the review visit, the NHS Board reported that children with learning disabilities have
access to a specialist epilepsy clinic based within NHS Grampian and that joint treatment plans are
completed on an individual basis. Specialist epilepsy nursing support to children and their family
carers is available through the Sapphire Nursing Service at the Royal Aberdeen Children’s Hospital, as
well as via the NHS Shetland community children’s nurse. The review team was unclear as to whether
Scottish Intercollegiate Guidelines Network (SIGN) Guideline 81: Diagnosis and Management of
Epilepsy in Children and Young People had been implemented within NHS Shetland. In relation to
training, the community learning disability nurse and the community children’s nurse provide epilepsy

awareness training to staff, family carers and relatives.
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Quality Indicator 5: Inpatient Services — Daily Life (Tier 4)

Quality Indicator Statement 5.1

Environment: The NHS Board and Community Health Partnerships plan and implement a programme to

manage the physical internal and external environment to reduce hazards, and manage the degree of risk to
ensure personal safety.

NHS Shetland
STATUS: Not applicable

NHS Shetland does not have inpatient accommodation for adults with learning disabilities.

Quality Indicator Statement 5.2
Environment: The NHS Board/Community Health Partnership ensures that inpatient accommodation is
suitable to the needs of people with learning disabilities and aims to meet the appropriate standards for care

homes.

NHS Shetland
STATUS: Not applicable

NHS Shetland does not have inpatient accommodation for adults with learning disabilities.

Quality Indicator Statement 5.3
Privacy and Personalisation: People with learning disabilities have their privacy and property respected, and

are free from unnecessary intrusion.

NHS Shetland
STATUS: Not applicable

NHS Shetland does not have inpatient accommodation for adults with learning disabilities.
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Quality Indicator Statement 5.4

Privacy and Personalisation: The NHS Board/Community Health Partnership ensures that accommodation
provides an environment supportive of individual needs, choice, privacy and dignity.

NHS Shetland
STATUS: Not applicable

NHS Shetland does not have inpatient accommodation for adults with learning disabilities.

Quality Indicator Statement 5.5
Daily Life: In line with the National Care Standards, the NHS Board/Community Health Partnership ensures

people with learning disabilities are supported to make choices and decisions about day-to-day aspects of their

life, and about how to spend their time.

NHS Shetland
STATUS: Not applicable

NHS Shetland does not have inpatient accommodation for adults with learning disabilities.
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Quality Indicator 6: Planning Services and Partnership Working (Tier 0)

Quality Indicator Statement 6.1

Strategic Health Improvement and Needs Assessment: Health improvement strategies take account of the

needs of children and adults with learning disabilities and their family carers.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

NHS Shetland conducts a health needs assessment each year, the last being in July 2004. However,
the review team noted that this needs assessment focuses on men’s health, and that NHS Shetland
does not make specific reference to people with learning disabilities within health needs assessments
generally. The NHS Board reported that the health needs assessment carried out in 2003 covered a

much wider range, including learning disabilities.

The NHS Board reported that a multi-agency group, set up in April 2003, consulted widely and
produced the draft disability strategy. This strategy has now been published as NHS Shetland’s
disability strategy for 2005—2020 and a reconstituted disability strategy group has been set up to
oversee implementation. The review team saw a draft version of the strategy. In relation to needs
assessments, the NHS Board reported that this would be considered against existing services, with

gaps identified and action plans developed as necessary.

The review team noted that the local authority maintains the assessments and the resulting database is
shared with NHS Shetland.

There was evidence that the individual health needs of people with learning disabilities are generally
well known by NHS staff at operational level due to the small numbers involved. Individual health
needs are generally well met by combined services working together. The review team noted the
community learning disability nurse is central to this process and works effectively with district nurses,

school nurses as well as other professionals.
STATUS: Partially Developed (Children’s Services)

For children’s services, a health needs assessment is conducted each year by NHS Shetland, but it
does not make specific reference to children with learning disabilities. As with adults’ services, a
multi-agency group was set up and produced a draft disability strategy. The NHS Board reported
that other plans, such as the draft children and young people’s services plan 2005-2008, have been

produced, detailing prioritised needs and expected resources required.
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Quality Indicator Statement 6.2
Strategic Health Improvement and Needs Assessment: Joint Partnership Boards have processes in place that

address health inequalities in services for children and adults with learning disabilities in line with the NHS

Health Scotland Learning Disability Needs Assessment report.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

At the time of the review visit, the review team found evidence of a combination of strategic planning
and effective delivery methods with regard to addressing inequalities in healthcare provision for
people with learning disabilities within NHS Shetland. An equality impact assessment will monitor six
key issues, including disability. It was reported that NHS Board premises are audited with regard to

physical access, and resulting action plans are put in place.

At the time of the review visit, parents involved with the review visit, endorsed the commitment and
conscientiousness of NHS Shetland staff in supporting and addressing the needs of adults and children
with learning disabilities.

STATUS: Substantially Developed (Children’s Services)

For children’s services, the review team found evidence of a combination of strategic planning and
effective delivery methods with regard to addressing inequalities in healthcare provisions for people
with learning disabilities within NHS Shetland. The equality impact assessment will monitor six key
issues, including disability. The NHS Board reported that NHS Board premises are audited with regard

to physical access and resulting action plans are put in place.

Quality Indicator Statement 6.3

Database Developments: The E-Care strategy supports the planning and review process in line with joint

partnership arrangements.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

For adults, the review team found evidence of an e-care strategy supporting the planning and review
process, in line with joint partnership arrangements. NHS Shetland has a database, updated every

6 months, which includes an assessment of the current and future needs of individual service usets.
While this database is compatible with national guidelines, such as the Scottish Executive Heath
Department (SEHD) data set project, the review team was unclear about arrangements in place for

shared databases with Shetlands Islands Council and other partner agencies.
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SSAs are used within NHS Shetland. However, the review team noted that such SSAs are not accepted
by all professions across NHS Shetland. The review team noted that there remains a need to develop

the current system to allow electronic communication of SSA documentation.
STATUS: Substantially Developed (Children’s Services)

For children’s services, the review team found evidence of appropriate information being recorded on
individual and collective needs within the local area. As with adults’ services, the review team noted
that there is a need to improve how information is shared. In addition, the review team noted that
NHS Shetland is still developing its multi-agency integrated assessment framework for children and it

was unclear whether approval had been obtained from the relevant group.

Quality Indicator Statement 6.4

Healthcare Planning: The NHS Board has healthcare provision plans for children and for adults with a learning

disability. These plans inform the Partnership in Practice agreement (PiP) and other strategies.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

The NHS Shetland Partnership in Practice (PiP) agreement, funding framework and the disability
strategy identify local and Shetland-wide requirements, with regard to the provision of healthcare
services for people with learning disabilities. The review team found evidence of PiP implementation

at operational level with the community learning disability nurse playing a key role in this process.

The NHS Board reported that an easy-read version of the PiP has been produced for distribution to
all individuals in receipt of specialist learning disabilities services. In addition, it was reported that
there are opportunities planned for individuals, and groups to work through the document, though the

review team was unclear who would do this and what resources would be available.

While the review team recognised that work is ongoing via strategies such as the improving mental
health and wellbeing strategy and the health strategy for older people, it was unclear whether the needs
of people with learning disabilities are significantly addressed within other strategies.

STATUS: Substantially Developed (Children’s Services)

The review team noted that NHS Shetland has a strategic plan for learning disability services for

children, which addresses general and specialist health needs. The NHS Board reported that children’s
services plans, such as the child health strategy action plan and the child and adolescent mental health
strategy (currently being developed), do take account of the needs of children with learning disabilities

but that needs are assessed individually, prioritised and then included within the relevant plans.
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Quality Indicator Statement 6.5

Healthcare Planning: Workforce planning and the education and training needs of staff are identified and
addressed in collaboration with NHS Education for Scotland.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

The NHS Board reported that training needs analysis is carried out on the basis of professional
development plans. However, the review team was unable to find evidence of an overarching strategy
in place to monitor, and deliver learning disability training across NHS Shetland, especially for
primary care staff. Workforce planning takes account of the service planning for people with learning

disabilities and is done through NHS Board planning procedures.

The review team noted some good examples of joint training opportunities being offered to both
health and social care staff. The NHS Board reported that staff identify their training needs with their
manager, through their personal development plans. The review team also found evidence that NHS

Shetland has made strategic development in this area to improve practice.
STATUS: Partially Developed (Children’s Services)

The review team found some evidence of NHS staff having access to educational and training
opportunities. As with adults’ services, the review team was unclear as to whether delivery of training

is undertaken in a consistent and systematic approach across NHS Shetland.

Quality Indicator Statement 6.6

Healthcare Planning: Community Health Partnership planning processes take account of the needs of children

and adults with a learning disability within their area.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

The NHS Quality Improvement Scotland (NHS QIS) learning disability review programme was
carried out during the process of formation of community health partnerships (CHPs) within
NHSScotland. Review teams visited NHS Boards on various dates between October 2004 and
August 2005, and it is recognised that NHS Boards were at different stages of planning around CHPs

depending on the timing of the review visit.

At the time of the review visit, the NHS Shetland CHP scheme of establishment has recently been
approved by the SEHD and the CHP was established in April 2005. The scheme of establishment
outlines how the CHP will link in with community planning, joint future and the Joint Health
Improvement Plan (JHIP). The review team found evidence of planning for future services integrated
within the CHP, and that the role of learning disability staff has been clearly identified within this
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partnership. In addition, the NHS Board reported that a reconstituted, multi-agency disability strategy
group consulted widely and produced the draft disability strategy for 2005-2020, and that needs
assessments would be considered against existing services, with gaps identified and action plans

developed as necessary.
STATUS: Substantially Developed (Children’s Services)

The NHS Shetland CHP was established in April 2005. For children’s services, evidence was found of
planning for future services integrated within the CHP, with the role of learning disability staff clearly

identified within the partnership.

Quality Indicator Statement 6.7

Healthcare Planning: The NHS Board has plans to develop services for children and adults with complex needs.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

The review team found evidence of joint commissioning of services for people with learning
disabilities, who have complex needs. Agreements for funding of complex care packages are achieved
following the SSA process, whereby a case conference is set up to plan for future care needs. Complex
care packages, however, are organised in partnership with Shetland Islands Council with funding
separately organised by each provider. With regard to specialist services supporting local mainstream
practice, the NHS Board reported that specialist consultants visit Shetland to hold local clinics and
that between clinics, advice can be sought from these specialists, or attendance at special centres in
Aberdeen can be organised. However, the review team noted that services such as specialist consultant

psychiatric cover are in need of further development as demand for the service could exceed provision.
STATUS: Substantially Developed (Children’s Services)

With regards to complex care packages, the NHS Board reported that agreement of joint funding
is done following the SSA. However, the review team noted that NHS Shetland is still developing
its integrated assessment framework for children. In relation to specialist services supporting local
mainstream practice, the NHS Board reported that specialist consultants visit Shetland to hold local
clinics, or children can attend special centres such as services based at the Raeden Centre. However,
the review team noted that specialist consultant psychiatric cover requires further development as

demand for the service could exceed provision.
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Quality Indicator Statement 6.8
Healthcare Planning: NHS Boards utilise up-to-date, evidence-based outcome and health gain information

in their decision-making for commissioning health services, in line with the NHS Health Scotland Learning

Disability Needs Assessment recommendations.

NHS Shetland
STATUS: Substantially Developed (Adults’ Services)

At the time of the review visit, NHS Shetland learning disability services are commissioned according
to best practice guidelines. The NHS Board reported that best practice guidelines utilised include Sazze
As Youn?, Promoting Health Supporting Inclusion, Adults with Incapacity Act (AWIA) and various
SIGN guidelines. The review team found that evidence-based practice is adopted in operational
policies and that these policies are regularly updated. The community learning disability nurse is the
named person responsible for disseminating examples of evidence-based practice and also responsible
for providing training. The review team noted that such a system could be open to staffing problems
and that in the absence of the community learning disability nurse, either short or longer term

continuation of such good practice could be jeopardised.
STATUS: Substantially Developed (Children’s Services)

For children’s services, learning disability services are commissioned according to best practice
guidelines. The NHS Board reported that it is possible for operational policies to be reviewed prior
to official review dates. However, it was unclear from the evidence provided if there is a consistent

approach.

Quality Indicator Statement 6.9

Hospital Closure and Service Reprovision: The NHS Board has an agreed plan on hospital closure/service
reprovision that takes account of the Same As You? Implementation Group (SAYIG) report.

NHS Shetland
STATUS: Not applicable

NHS Shetland does not have inpatient accommodation for adults with learning disabilities.
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Quality Indicator Statement 6.10

Partnership Working: There are joint arrangements in place for learning disability services and these take
account of the Joint Performance Information and Assessment Framework (JPIAF).

NHS Shetland
STATUS: Comprehensively Developed (Adults’ Services)

At the time of the review visit, joint arrangements for learning disability services were agreed and
documented within the PiP agreement. The review team found evidence of joint working, both at
operational and strategic level. NHS Shetland has a joint training strategy, as well as a joint budget and
this is detailed within the joint future training plan. In addition, there is a secondment policy for staff.
The review team noted that within NHS Shetland, there is good adherence to the principles of joint

future.
STATUS: Comprehensively Developed (Children’s Services)

As with adults’ services, the review team found evidence of good adherence to Joint Future principles

and joint working at both operational and strategic levels within NHS Shetland children’s services.

Quality Indicator Statement 6.11

Partnership Working: There is a joint approach to the evaluation of services.

NHS Shetland
STATUS: Partially Developed (Adults’ Services)

The review team did not find evidence of a systematic joint approach to the evaluation of learning
disability services for adults. However, there were some examples where aspects of the service have
been evaluated or audited. The NHS Board reported that findings were considered as part of the draft
disability strategy.

During the review visit, the review team was informed that the role of the community learning
disability nurse is central to the evaluation process. As noted before, if there is a period of absence, this

valuable resource will not be available.
STATUS: Partially Developed (Children’s Services)

See narrative for adults’ services.
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