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Executive Summary

Executive Summary

The Disability Strategy 2005 — 2020 has been prepared by a multi-agency
Disability Strategy Group led by the Council’s Executive Director Community
Services.

The Group first met in April 2003 and quickly formed three sub groups to
concentrate on specific issues for people with physical disability; people with
learning disability and people with sensory impairment. These themes are
reflected at various points throughout the Strategy.

Mental health issues are touched on in the Strategy and work has begun to
develop a comprehensive Mental Health Strategy for Shetland.  This will
complement the Disability Strategy and the Improving Mental Health and Well
Being Strategy produced in April 2004.

Representatives from the Council, NHS Shetland, voluntary and independent
sector organisations; service users and carer groups were involved at all
stages in preparing the Disability Strategy and a consultation draft was
circulated in 2004 seeking comments from across the Shetland community.
Disability Shetland ran a number of focus groups that provided additional
information and valuable feedback on priorities and recommendations.

All comments received during the consultation exercise were considered in
finalising the Strategy and are available on the Council and NHS Shetland
websites.

It is thought that there are approximately 3,300 people in Shetland with some
form of disability. Numbers known to the statutory agencies would support
this view and further details are included in the Strategy.

There is a wide range of services available locally from the Council and NHS
Shetland for people with disabilities following an individual assessment of
need. These include specialist services and services available to other care
groups e.g. older people. There are also a number of different projects
operated by voluntary and independent organisations for people with
disabilities of all ages. All services available are identified in the Strategy.
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Executive Summary

Services in Shetland are provided at higher levels than in many parts of
Scotland and to a very high standard. However, a number of gaps and areas
for service improvement have been identified. Many of these are already
being addressed. The recommendations have been prioritised in line with
the views received during the consultation exercise and built into a
comprehensive set of action plans. The joint management teams
established within the Joint Future/Community Health Partnership framework
will take these forward and update the action plans. The management teams
directly involved are:-

Physical Disability & Sensory Impairment Team
Community Learning Disability Team
Joint OT Management Team

A separate document summarising the Financial Information and Funding
Projections relating to the Strategy has been compiled. This will inform
discussions on priorities and will be updated on a regular basis to
complement updated action plans.

The terms of reference and membership of the Disability Strategy Group have
been revised to reflect the need for a change in role now that the Strategy
has been finalised. The Disability Strategy Group will become a multi-agency
steering group to oversee and monitor the implementation of the Strategy.
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Section A: Introducing the strateqy

Section A: Introducing the strategy

The need to develop a strategy for disability services in Shetland has been
recognised for some time. In order to progress this work, the Shetland
Islands Council (SIC) / NHS Shetland Joint Future Implementation Group
(JFIG) agreed to establish a strategic planning group for disability services. It
is fitting that this work commenced in 2003, which was the European Year of
Disabled People.

The Disability Strategy Group, led by the SIC Executive Director of
Community Services, met for the first time in April 2003. The group brought
together representatives from a number of agencies and groups including the
SIC, NHS Shetland, non-statutory organisations and service user / carer
groups. The group agreed that the strategy should seek to cover all aspects
of services for people with disabilities of all ages, including both specialised
services and access to mainstream services. The main areas to be covered
included education (from pre-school to adult education); health care; social
care; accommodation / housing; leisure activities; and occupation /
employment. The group also aimed to consider issues such as transport,
access (in the broadest sense) to facilities in Shetland and public awareness.

1 Background

The need to review and develop service provision; and challenge
organisational culture and historical attitudes to disability is driven by a
number of factors:

Increasing numbers of people with disabilities with diverse, often complex,
needs. People are generally living longer than previously; and physical and
sensory impairments become more common with increasing age. Although
advances in medical treatment may now prevent, cure or limit many disabling
conditions; they have also enabled people to survive previously fatal
conditions and live longer than before.

Advances and changes in the management of disabling conditions, including
new drug treatments and other therapies, which require funding and
appropriately trained staff

Changes in the organisation and provision of health and social services
through increased joint working, for example the Joint Future Agenda

The move from hospital and institutional provision of long term and respite
care to community based provision

Increasing recognition of discrimination issues; the drive for equal
opportunities, social inclusion and equity
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Section A: Introducing the strateqy

1.1 National context

There have been a number of documents published over the past few years
aimed at improving services and the quality of life for people with disabilities
in Scotland. In 2000 the Scottish Executive published The same as you? A
review of services for people with learning disabilities with a number of
recommendations for local authorities and health boards. ' The overall aims
were to promote social inclusion; allow people with learning disabilities to
have more control over their care; have the same opportunities as others and
be able to use local services wherever possible and specialist services if they
need them. The Partnership in Practice Agreement (PiP) produced in 2001
set out Shetland’s joint response to “The same as you?”. A new PiP covering
the period 2004-2007 has now been agreed and is available separately.

The Community Care services for people with a sensory impairment: Action
Plan was launched by the Scottish Executive in January 2004. ? This
includes recommendations to improve staff skills in communication with
people with sensory impairment; improve collection of information for service
planning and delivery; develop national training programmes, and a review of
research in this area; in addition to recommendations for local authorities and
NHS Boards.

The Disability Discrimination Act 1995 brought in legislation to prevent
discrimination against disabled people by organisations, including the NHS
and local authorities.® By 2004, organisations were required to ensure that
physical barriers to access were addressed. The NHS and the Council have
completed access audits on all their facilities and made any immediate
adjustments required and developed plans to continue to improve access to
building and facilities.

There is further information on legislation in Appendix 4 and relevant national
guidance and standards in Appendix 5.

1.2 Local context

Historically there has been a relatively high level of provision of many
(although not all) services in Shetland compared to other areas in Scotland or
the UK. Many services are well developed, providing a high level of care and
support for people with disabilities. For example, services such as Care at
Home and housing adaptations are well resourced with home care services
currently being free of charge to clients.

However, there are also a number of local factors driving or influencing the
need for a long term disability strategy:

A number of local issues and concerns have been highlighted in the past, but
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Section A: Introducing the strateqy

there has to date been no strategic framework in which to develop services in
a co-ordinated fashion.

Current projections of the numbers of adults with learning disabilities who will
need services over the next 10 years show an increase of over 50%.

There are particular challenges in providing a comprehensive range of
services to a relatively small population which includes remote and rural
communities.

Some services, particularly specialised healthcare services, cannot be
provided locally and have to be accessed on mainland Scotland

There is recognition locally that for children and young people, the transition
from school-based provision to adult services is particularly challenging

There are planned changes in the local provision of health and social services
in response to the Joint Future Agenda and a move away from provision of
long term care in hospital settings

The future provision of health services in Shetland (20:20 Vision) is under
review including a drive to increase the availability of local, rather than
mainland, services

Within the NHS: locally and regionally managed clinical networks for
conditions such as stroke and epilepsy are being developed and there is a
need to review some specific healthcare provision for conditions such as
multiple sclerosis and other neurological conditions

There are planned changes in the organisation and provision of education
services

There have already been a number of local developments over the past five
years. In September 1999, the Community Care Forum agreed the
philosophy, aims and objectives for the development of learning disabilities
services as a first step towards developing a 10 year learning disability
strategy. The redesign of services at the Eric Gray Resource Centre and the
proposals for a new respite care facility for adults with learning disabilities on
the old Kantersted site have been developed within this framework. The
Twageos supported accommodation development was designed for adults
with high levels of need arising from physical or multiple disabilities. The
Council and NHS Shetland prepared a joint response to the Scottish
Executive’s “Sensing Progress” report. * This was presented to the
Community Care Forum in March 2000 and proposals for vision services
have been discussed at the Community Care Forum.

The Disability Strategy was discussed at the Social Forum as part of a
comprehensive Shetland-wide consultation process.

7
April 2005



Section A: Introducing the strateqy

2 Definitions

It is very difficult to produce a comprehensive definition and classification of
disability that incorporates all relevant aspects such as:

the biological problem or condition which is causing the disability (e.g. limb
amputation; rheumatoid arthritis; the chromosomal abnormality causing
Down’s Syndrome)

the effect that the biological problem has on functioning (e.g whether or not
an individual can walk unaided; 1Q; eyesight)

how the impaired functioning affects day to day life (e.g. ability to work in a
desired occupation; ability to go shopping; ability to participate in social
activities; challenging behaviour)

what levels of input or services the individual requires ( e.g. mobility aids;
supervision; medical input)

the severity of the problems

Looking at any of these aspects in isolation does not give a full picture of the
individual and their needs. Two individuals could have the same impairment
but it may affect them in very different ways depending on how they and
others around them perceive the impairment; whether or not they have aids
and equipment to help them overcome the impairment; environmental factors
and what activities they would like to be able to do. Where people have
multiple impairments, these can interact with each other. So, for example, a
mild hearing impairment combined with a mild learning difficulty can lead to
major problems in daily living.

It is particularly difficult to define disability in children because they are still
developing and growing: what activities they can and cannot do relates to the
age of the child as well as any functional impairment.

The World Health Organisation (WHOQO) developed a classification in 1980
using the terms impairment, disability and handicap. An impairment was
an abnormality of anatomical structure; or physiological or psychological
function. The effect that an impairment had on function was called a
disability. The impact of a disability on the individual's desired or expected
role in society was called a handicap. A disadvantage was similar to
handicap but emphasised how disability interacts with environmental and
societal factors.

The WHO has now proposed a new classification which aims to emphasis
ability and functioning rather than disability.
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Section A: Introducing the strateqy

The concept of impairment remains: Impairment is a loss or abnormality
of body structure or of a physiological or psychological function.

The concept of disability has been replaced by measures of activities. An
activity is the nature and extent of functioning at the level of the person.
Activities may be limited in nature, duration and quality.

The concept of handicap has been replaced by measures of participation.
Participation is the nature and extent of the person's involvement in life
situations in relation to impairments, activities, health conditions and
contextual factors. Participation may be restricted in nature, duration and
quality.

The term 'disability' has been dropped while the term 'disablement’ has
been adopted as an umbrella over the concepts above.

For the purposes of this strategy the definition used in the Disability
Discrimination Act 1995 has been adapted:

A disabled person is:

any person in Shetland, of any age, with a physical, sensory or
mental impairment, resulting (or likely to result ) in long term (more
than one year), substantial adverse effects on day to day activities

Physical, sensory and mental impairment includes communication difficulties,
learning difficulties and mental health problems. The definition includes
impairments that are episodic or otherwise fluctuate in severity in the long
term.

3 Mission Statement

To work with people with disabilities of all ages; promoting their rights and
independence; responding to their needs and targeting resources to support
them effectively so that they can achieve their true potential.
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Section A: Introducing the strateqy

Values / principles

People with disabilities have the right to independence and to make
choices about things that affect their lives.

People with disabilities have the right to be well-informed and to
express their views.

People with disabilities must have access to independent advocacy
services.

All service providers in Shetland must make their services accessible to
people with disabilities.

All service providers in Shetland must respect the confidentiality of
people with disabilities and identify ways of communicating sensitive
information confidentially.

All people with disabilities are entitled to a skilled and agreed
assessment of their needs which is regularly reviewed, updated and
implemented.

Children and adults should have access to age-appropriate services to
meet their needs

All people assessed as requiring specialist aids or equipment to assist
them should have access to it, along with training on its use and access
to maintenance services.

All people assessed as requiring support or training to minimise the
impact of their impairment (e.g. help with communication, therapy from
allied health professions, skills training) should be able to access it.

Specialist disability services should work alongside other services to
maximise service users’ integration with mainstream services and to
support people with multiple disabilities.

Where assessment identifies unmet need, it should be formally
recognised and the appropriate authority should take steps to meet the
need.

There should be an effective mediation and complaints procedure.

10
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Section A: Introducing the strateqy

5 Aims and objectives

5.1 Aim

The aim of the strategy is to develop and maintain high quality, co-
ordinated, equitable, sustainable services in Shetland for people of all
ages with disabilities, based on assessment of need and evidence of
best practice and cost-effectiveness.

5.2 Overarching objectives

5.2.1 To raise awareness of disability issues amongst the public and service
providers through launching and implementing this strategy along with
appropriate publicity, education and training

5.2.2 To fully assess the needs of people with disabilities living in Shetland
5.2.3 To review current service provision, identify gaps and draw up an

action plan to meet identified needs.

5.2.4 Review the information and advice that people with disabilities can get
now and improve them where necessary e.g. “Helping Hands” pack
launched in 2000. Make sure all information is in a format that is
accessible by everyone.

5.2.5 To review evidence for the effectiveness, including cost-effectiveness,
of existing and proposed services and initiatives

5.2.6 To develop costed proposals for the redesign or development of
services where necessary to meet assessed need

5.2.7 To improve access to generic services for people with disabilities

5.2.8 To develop detailed proposals for implementing the action plan in the
short (to 2007), medium (to 2010) and longer term (to 2020)

5.2.9 To ensure active, inclusive and meaningful consultation with service
users and carers; service providers and the community in the
development of the strategy and monitoring its implementation

5.2.10 To ensure the local authority, voluntary services and health board work
together to meet the above objectives.

See section E for detailed objectives
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Section A: Introducing the strateqy
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Section B: Developing the strateqy

Section B: Developing the strategy

1 The Disability Strategy Group

The Disability Strategy Group, led by the SIC Executive Director of
Community Services, met for the first time in April 2003. The group brought
together representatives from a number of agencies and groups including the
SIC, NHS Shetland, non-statutory organisations and service user / carer
groups. The group agreed on a wide remit including a range of issues and
services. Three sub-groups were set up to focus on the areas of learning
disability; physical disability; sensory impairment and communication.

The membership of the Disability Strategy Group and the three subgroups is
listed in Appendix 2.

A Consultation Draft of the Strategy was published in 2004. This was
circulated widely among stakeholders locally and discussed in focus group
meetings led by Disability Shetland. All the responses received throughout
the consultation period were considered in finalising the strategy and are
available separately.

2 Format of the strategy
The strategy is divided in to the following sections:
Overview of the conditions and disabilities included in the strategy

Summary of relevant national legislation, guidance and
recommendations

Detailed objectives

Needs assessment: a review of identified needs within the Shetland
population, including health care; social work and educational needs

Current services; a review of services currently provided for disabled
people in Shetland.

How well do current services meet identified need?: an analysis of
how the services currently provided match the identified needs. This
section highlights both where service provision is particularly good and
where there are gaps or issues to be addressed, including where there
may be over —provision or duplication of services. This section also
identifies planned service developments

Action plan

A paper presenting the Financial Information and Funding Implications
relating to the strategy is available separately.
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Section B: Developing the strateqy

3 Implementation of the strategy

This is a long term strategy to be implemented over the next 15 years.

The action plan includes timescales; expected outcomes; costings / funding;
and targets (where appropriate). There will be clear management
responsibility for each action.

3.1 Monitoring and evaluation

Once the Strategy had been finalised it was envisaged that the Disability
Strategy Group would review its membership and terms of reference and
become a steering group to oversee and monitor the implementation of the
strategy.

This is reflected in the Scheme of Establishment of the Community Health
Partnership (CHP) for Shetland, which was given ministerial approval in
March 2005.

The Joint Future Management Framework is an integral part of the CHP.
Within this framework, services are jointly managed by multi-agency, multi-
disciplinary operational management teams. Their work is informed by
strategic planning groups. This is shown in the diagram below.

Disability Mental Health
Strategy Group Strategy Group

Housing
Strategy Group

Older People’s
Strategy Group

Mental Health
Team Supported
Physical Disability Learning Accommodation
& Sensory Disability Team
Impairment Team Team
\ 4
Older People’s ¢
Services Team
- oT ]
. Local Partnership
/ Finance Team
Discharge Joint Future Joint

I Management Team

/v ~ 7y

Planning Group

A

\ HR, Training

& OD Team

Training
Forum

Single Shared
Assessment & Care

remegemen v .Joint Future Joint
taff F
Community Health Staff Forum
SADAT Partnership (CHP)
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Section B: Developing the strateqy

The strategy group and management team will use the updated action plans
as the basis for monitoring progress against the strategy. The responsibilities
for updating the action plans lies with the management team.

The work of all the strategic planning groups will be documented by notes
from meetings and these will be widely available to stakeholders and the
general public.

The membership and terms of reference will also be published.

The development of new and re-designed services as part of this strategy will
include clear processes for evaluation of cost - effectiveness; user
satisfaction and sustainability.

4 Timescales

Consultation period October - December 2004
Final strategy completed March 2005
Presentation of final strategy to:
Disability Strategy Group April 2005
Joint Futures Implementation Group | April 2005
SIC Social Forum June 2005
June 2005

Community Planning Board

Approval of final strategy by:

Shetland NHS Board May 2005
SIC Services Committee May 2005
First annual review of strategy June 2006
implementation

Updates as part of Joint Future 6 monthly

Implementation

15
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Section C: Overview of conditions and disabilities

Section C: Overview of conditions and disabilities
included in the strategy

The definition of disability used in this strategy is described in Section A, part
2.

1 Learning Disabilities

" People with learning disabilities have a significant, lifelong condition
that started before adulthood, that affected their development and
which means they need help to understand information; learn new skills
and cope independently”

"The same as you?" A Review of Services, Scottish Executive (May 2000)

People with learning disabilities often have complex, associated health
problems such as epilepsy, sensory impairment or mental ill- health, including
early onset dementia. People with learning disabilities may need help from
various different agencies and professionals throughout their lives as levels of
need vary.

2 Physical Disabilities

Physical disability refers to a wide range of difficulties in carrying out physical
tasks which are usually due to an underlying problem with the nervous
system, muscles, bones or joints. The effect on functioning will depend on
what and how severe the underlying cause is. Examples of physical
disabilities include difficulties in walking, using hands, balance, co-ordination,
strength, swallowing and speaking. Depending on the cause, there may be
associated problems including pain, fatigue, difficulties with bladder and
bowel control, cognitive impairment, involuntary movements and stiffness or
spasms.

21 Specific conditions / services included

In addition to looking at services for people with all types of physical disability,
the strategy includes those services aimed at specific conditions or
disabilities. Some of these conditions may cause or contribute to learning
disability; sensory / communication impairment and mental health problems.

16
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Section C: Overview of conditions and disabilities

Conditions include:

Neurological conditions with the potential to cause physical disability including
stroke; multiple sclerosis; Parkinson’s Disease; traumatic head and spinal
injury; brain or spinal injury due to infectious diseases; epilepsy; other rare
conditions including motor neurone disease; Huntington’s disease and
myasthenia gravis.

Musculo-skeletal conditions with the potential to cause physical disability
including osteoarthritis; rheumatoid arthritis; back injury / chronic back pain;
osteoporosis; other rarer musculo-skeletal disorders

Limb disorders including amputations and functional impairments due to any
cause

Congenital and childhood disorders including cerebral palsy; muscular
dystrophy; spina bifida; congenital limb deformity; other rare conditions eg.
osteogenesis imperfecta, juvenile rheumatoid arthritis, Perthes disease.

2.2 Conditions / services not specifically included

Chronic diseases such as diabetes, chronic respiratory disease; heart
disease; peripheral vascular disease

Chronic Fatigue Syndrome

Cancer

Services specifically aimed at these conditions are generally addressed
through other initiatives, strategies and plans.

3 Sensory Impairment and Communication

Sensory impairment usually refers to problems with sight and / or hearing and
can include other communication difficulties. Sensory impairment may co-
exist with other disabilities. There are a range of causes, with some people
blind or deaf from birth and others becoming progressively impaired when
they are older. A significant number of those with sensory impairments will
have other impairments too.

3.1 Hearing Impairment

The term ‘hearing impairment’ is used in this strategy to refer to a wide range
of individual needs related to hearing loss, including people who are deaf,
deafened, hard of hearing, affected by tinnitus, and/or with additional
disabilities, including deafblindness. National statistics place people with
hearing impairments in the categories of mild, moderate, severe or profound
deafness.

17
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Section C: Overview of conditions and disabilities

3.2 Visual Impairment

The term ‘visual impairment’ is used to refer to a wide range of individual
needs related to sight loss which cannot be helped by optical correction and
when the impairment causes difficulty with independent living. It includes
people who are registered as blind or partially sighted as well as those who
are not.

3.3 Communication impairment

The term ‘communication impairment’ is used to describe people for whom
augmentations and alternatives to speech are necessary to enable access to
everyday life. This population may be defined as those individuals whose
speech is severely impaired and who require special techniques, materials or
devices for communication to replace or supplement speech.

4 People with multiple disabilities and complex needs

A number of people with disabilities will have multiple problems and complex
needs. Complex needs describes the needs a person has over and above
their disability.

For example, many people with learning disabilities have complex needs and
require a lot of support. People with learning disabilities are often not as
healthy as the rest of the population and they may need more health support
than primary care alone can provide. As people’s learning disabilities
become more severe, so does the likelihood of complex health needs such as
epilepsy, mobility and sensory impairment. People with learning disabilities
may need support and services because of mental health problems. Children
with learning disabilities may need help for emotional and behavioural
problems. Older people with learning disabilities are likely to have more
mental health problems. This is particularly so for people with Down’s
Syndrome who may get early onset dementia.

5 How many people in Shetland?

Nationally it is thought that 15% of the population have some kind of
disability. 15% of the Shetland population would be 3,300 people.

The 2001 census showed there are 3,500 people in Shetland with a long term
limiting illness, which will include both chronic medical conditions and
disabilities. Of these, 2,500 are of working age.

Further information is contained in the section on Needs Assessment: local
figures.
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Section D: Detailed objectives

Section D: Detailed objectives

Overarching objectives

To raise awareness of disability issues amongst the public and service
providers through launching and implementing this strategy along with
appropriate publicity, education and training

To fully assess the needs of people with disabilities living in Shetland

To review current service provision, identify gaps and draw up an action
plan to meet identified needs.

Review the information and advice that people with disabilities can get
now and improve them where necessary e.g. “Helping Hands” pack
launched in 2000. Make sure all information is in a format that is
accessible by everyone.

To review evidence for the effectiveness, including cost-effectiveness,
of existing and proposed services and initiatives

To develop costed proposals for the redesign or development of
services where necessary to meet assessed need

To improve access to generic services for people with disabilities

To develop detailed proposals for implementing the action plan in the
short (to 2007), medium (to 2010) and longer term (to 2020)

To ensure active, inclusive and meaningful consultation with service
users and carers; service providers and the community in the
development of the strategy and monitoring its implementation

To ensure the local authority, voluntary services and health board work
together to meet the above objectives.

All disabilities

To ensure the action plan in this strategy is implemented and progress
monitored against targets

To develop and maintain information systems that allow information to
be shared across agencies for the benefit of individual service users

19
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Section D: Detailed objectives

and for planning purposes

2.2 To improve co-ordination of multi-agency assessment and review
processes for people with disabilities

2.3 To ensure needs of carers, parents and families are assessed and
taken into account in the care planning process

2.4 To ensure access for disabled people, their carers and families to good
quality information on services, benefits and other available support
through publicity and raising awareness of sources of information

2.5 To deliver appropriate home based, respite and day care services that
are flexible and responsive to the assessed needs of disabled people
and their carers by reviewing and developing existing services

2.6 To ensure National Care Standards for relevant establishments and
services for disabled people in Shetland are met

2.7 To provide for the current and future accommodation needs of disabled
people through the Housing Strategy and other plans as appropriate.

2.8 To address needs of children and young people of school ages
including provision of appropriate educational services and facilities;
respite care and out of school activities

2.9 To address the needs of young people of school leaving age by full
assessment of the current and anticipated future needs of each young
person, development of a comprehensive 'beyond school’ plan and
provision of a wider range of opportunities and facilities for young
people who have left education.

2.10 To further develop employment and training opportunities for people
with disabilities by raising awareness with employers and training
facilities and providing support.

2.11 To ensure appropriate provision of physiotherapy; occupational therapy
and speech and language therapy services for both children and adults
with disabilities

2.12 To ensure people with disabilities have access to generic community
health services including continence services, dental care and podiatry

2.13 To ensure people with disabilities have access to, and support to
participate in, preventative health services including screening and
health promotion activities

20
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Section D: Detailed objectives
To ensure coordination of services and efficient communication
between agencies in order to guarantee a uniform approach and
prevent conflicting advice

To support the development of a wider range of opportunities for
disabled people to take part in leisure and recreational activities,
including physical activity, ensuring equity of access particularly in
remote and rural areas

To ensure people with disabilities living in remote and rural communities
in Shetland have access to appropriate services in response to
assessed need

To support the implementation of the Disability Discrimination Act with
regard to health and social work settings

To raise awareness of disability issues amongst the public and service
providers through appropriate publicity, education and training

To ensure the views of people with disabilities, their carers and families
form part of the ongoing monitoring of the implementation of this
strategy and inform future service development

Learning Disabilities
To implement relevant recommendations from “The Same as You?

To expand Learning Disability Nursing Service, including developing a
specific service for people with autistic spectrum disorders, by recruiting
a second learning disabilities nurse

To promote independent advocacy locally for adults with learning
disabilities and extend this to include children and young people

To ensure protection of people with learning disabilities by promoting
the implementation of the local plan: ‘Protecting Vulnerable Adults:
Guidance and Procedures’

Physical disabilities

To ensure timely access to mobility and other aids in response to
assessed need through reviewing current arrangements and developing
and maintaining locally based services where feasible and cost-
effective

To support the further development of local clinical services and
21
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6.3

Section D: Detailed objectives

improved co-ordination with Aberdeen services for people with
neurological conditions

To support the further development of local clinical services and
improved co-ordination with Aberdeen services for people with
musculo-skeletal conditions such as arthritis and osteoporosis

To ensure the specific issues affecting younger adults who become
physically disabled are addressed; including employment; the needs of
their families and age-appropriate services

Sensory impairment and communication
impairment

To review and further develop current educational, social work, medical
and rehabilitation services for people with sensory impairments

To adopt relevant recommendations of the PHIS Audiology Needs
Assessment Report (2003)

To improve access to appropriate equipment for people with sensory
impairment and communication difficulties, based on assessed need

To promote lifelong learning; training and employment opportunities for
people with sensory impairment

To ensure staff have appropriate training in sensory impairments and
communication

Mental health

Develop a mental health resource centre with a view, amongst other
things, to providing a number of mental health services in a single
setting; provide a more flexible service with extended opening hours,
and make it easier for groups to use

Redesign services for people with dementia

Increase the number of mental health officers to cope with the demands
of both the new Mental Health Act and the Adults with Incapacity
(Scotland) Act 2000

22

April 2005



Section E: Needs Assessment

Needs assessment for people with disability is a complex process as it has to
include a wide range of underlying conditions, functional impairments and
degrees of severity.

A variety of methods and sources of information have been used to compile
the needs assessment for people with disabilities in Shetland. These are
described below. In addition there was a wealth of information from previous
assessments and reviews that was considered.

It should be noted that many of the needs identified in this section are
already being met in Shetland, often to a very high standard.

It should also be noted that it will be impossible to meet every need identified
here, particularly given the particular constraints of a remote and rural
community and current resource provision. However part of the function of
this strategy is to understand and prioritise the needs of the community to
provide the best possible services.

1 Local information

The quality and usefulness of available local information is variable. Some
information is available from sources such as the Social Work Register of
Special Needs and other registers; hospital episode statistics; social work
activity statistics; caseloads and number of people accessing services. Most
of this information is collected routinely. Some is extracted from existing
databases as required for particular pieces of work. Examples of the available
information has been summarised below to provide a broad picture of the
situation in Shetland.

RESULTS
1.1 Learning disability

1.1.1 Social Work Special Needs Register

Information on people with learning disabilities is collected for the Social Work
Special Needs Register. Information on current figures is used to predict
future demand for service provision. Examples of the projected figures for
2014 are shown in the table below:
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Selected information from Special Needs Register:

March 2004 2014 Projections
Total learning disabled population | 164 223 predicted
in Shetland
Age groups:
0-3 years 15 (6 currently +9 15 predicted
predicted)
4-10 years 32 35 predicted
11-16 years 29 26 predicted
17-19 years 20 17
20-24 years 10 24
25-64 years 62 86
65 + o 20
Number living with family, no 22 13
respite care
Number living with family and 25 70
receiving respite care (aged 17+)
Number living in supported 32 91
accommodation, own tenancy
(e.g. Independent Living project)
Number in residential care 8 36
Number currently receiving 26 89
regular day service

It is clear that a big increase in the number of people with learning disabilities
and the services they require is predicted over the next ten years. Whilst the
number of children with learning disabilities will remain fairly static, the
number of adults over 20 will almost double. There will be approximately
three times as many people with learning disabilities requiring services such
as respite care, residential care and supported accommodation.

1.1.2 Learning Disability Nurse caseload

Number of referrals to Learning

Disability Nurse:

1998 / 1999 59
1999 /2000 37
2001 /2002 28

The caseload is approximately 50
year.

April 2005

patients, with approximately 425 visits each
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The most common reasons for referral to the learning disabilities nurse are:
Behaviour difficulties (approximately 55%)
Training of carers (15%)
Continence problems (12%)
Physical health problems (10%)
Health promotion (8%)

1.1.3 Autistic Spectrum Disorder (ASD)

The following information has been taken from the information provided by
the SIC for the Scottish Executive’s Audit of services for people with Autistic
Spectrum Disorder (2003).

There are 27 children with autistic spectrum disorder in Shetland, which gives
a rate of 49 per 10,000 children under 18. 10 children have Asberger’s
syndrome, of which 8 have no learning disability.

Age group Number of children with ASD
Pre-school 2

Age 5-10 12

Age 11-16 11

Age 16-18 2

Total 27

For adults, the informat

ion was expressed as rates per 10,000 population:

Age group Rate of ASD in adults per 10,000 population
Age 18-24 19.8

Age 25-49 6.4

Age 50+ 1.4

Total aged 18+

5.4 (approximately 9 people)

1.2 Physical disabili

There is little local information on the number of people who have some kind

ties

of physical disability. A general estimation can be made using some of the

service uptake figures t

hat are available, for example (approximately):

60 people are discharged from the rehabilitation unit each year.

600 people have av
mobility problems

alid ‘blue badge’ for car parking i.e. have severe

460 people with physical disabilities receive home care each year.

April 2005

25




Section E: Needs Assessment

There is some data available on hospital admissions related to specific
conditions. However, this information only relates to people who have been
admitted to hospital and not all those living with a particular condition. The
figures also relate to admissions, not individual people. There are currently
no regularly collected and reported data on the prevalence of specific

conditions across Shetland (e.g. such as a stroke register).

1.2.1 Stroke

Number of patients in Shetland discharged from hospital following a

stroke each year from 2000-2002:

Age 2000 2001 2002
15-44 0 0 2
45-64 19 24 26
65-74 26 14 21
75+ 40 41 42
Total 85 79 91

Source: Information and Statistics Division of Scottish Executive Health
Department

1.3 Sensory Impairment and communication impairment

Statistics are collected by a number of different practitioners in response to
the information needs of their service and/or the Scottish Executive. There is
no integrated method of gathering data so some service users will probably
be represented more than once in the following section whilst others will not
appear at all. In common with all disability statistics, under-reporting is a
known feature, particularly amongst older people where sight or vision loss is
sometimes just seen as part of the ageing process, not a disability in its own
right. There is no locally collected information on hearing impairment.

1.4 Visual Impairment

The numbers of local people who are registered as blind or partially sighted
are detailed in the following table. It is believed that within the UK only one
third of people with a visual impairment are registered, the situation is not
likely to be different in Shetland. Although there is a register of people who
are blind or partially sighted, this is known to be an underestimation of those
who would be eligible to be register. At 31 March 2005 there were 68 people
on the register. However it is estimated that this includes probably less than
a third of those who are blind or partially sighted so the true figure would be
nearer 200.°

Note that it is known that the figures below for children under five in
particular are not a true reflection of the numbers in Shetland.
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Age Blind Partially sighted Total
Nos. registered Nos. registered

Under 5 0 1 1
5-15 1 0 1

16 — 29 2 3 5

30 —49 4 3 7

50 — 64 3 4 7
65— 74 3 1 4

75 & over 21 22 43
Total 34 34 68

Number of people in Shetland registered blind or partially sighted

The Education Service works with 17 pre-school and school age children and
3 adults, some of whom will be represented in the table above.

1.5 Communication Impairment

There is no statutory requirement to collate numbers. Speech and Language
Therapy figures are as follows for Shetland:

Age Number of users of Alternative/Augmentative
Communication

0-15 16

16 - 64 8

Total 24

Number of users of alternative / augmentative communication

Some of these users have additional disabilities, and potentially profound and
complex needs. It is anticipated that the number of users will grow.
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2 Epidemiological needs assessment

This involves studying the numbers of people with a particular condition or
disability to estimate how much service provision is required to meet their
needs. Often there is no local information on the prevalence or incidence™ of
disorders and so the numbers for a local population may be extrapolated from
statistics found by research in other similar populations.

One problem with this process is that the research may have been carried out
in populations which are not similar to the local population and so prevalence
and incident rates may be inaccurate. In Shetland, one example of this is
multiple sclerosis. There is thought to be a higher prevalence of MS in
Shetland than other areas, so it may be inaccurate to extrapolate data from
(for example) southern England.

A second problem in small populations is that the numbers obtained can be
very small and difficult to interpret. An example of this would be a rare
condition such as Duchenne Muscular Dystrophy. The incidence is thought
to be approximately 1 per 3000 male births. As there are less than 150 male
births in Shetland each year, it follows that there we might expect 1 case of
Duchenne’s every 20 years. This is not very meaningful in terms of needs
assessment and service provision.

RESULTS

21 Learning disabilities

It is difficult to estimate the prevalence and incidence of learning disabilities
for a number of reasons:

Incidence and prevalence have changed over time

Learning disabilities include a wide range of conditions and levels of
severity

Definitions are not necessarily clear cut and have changed over time
Research is often based on service use and therefore under-estimates

figures

From the information that is available, the population prevalence of mild
learning disabilities is 2-3% of the population (i.e an estimated 440 — 660
people in Shetland, based on a population of 22,000). ' 2 Many of these

" Prevalence is the total number of cases of a condition at a point in time in a given population such as per
100,000 population

" Incidence is the number of new cases of a particular condition during a given period (usually a year) in a
given population, such as per 100,000 population
28
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people will not be in contact with services. Estimates for severe learning
disabilities (people with an IQ of less than 50) range from 300 — 400 per
100,000 population, suggesting 66-88 people in Shetland.

According to the local Social Work Special Needs Register, as described in
section 1.1.1 above, there are a total of 164 people with learning disabilities in
Shetland. This suggests that the register does not include a significant
number of people with mild learning disabilities (or the prevalence of learning
disabilities in Shetland is less than expected).

National (UK) figures suggest that the prevalence of severe learning
disabilities is increasing by 1% per year, largely due to longer life
expectancies rather than increased incidence.

2.1.1 Down’s Syndrome'

Approximately 1 in 1000 newborn babies (live births) have Down’s Syndrome.
However, this varies according to maternal ages and the use of screening
programmes (see Appendix 7, Prevention of Disability).

Most people with Down’s Syndrome have an 1Q of 35-55, 10% have an 1Q of
less than 20. People with Down’s Syndrome have a high incidence of
medical problems, including congenital heart disease; sensory impairments
(70% have hearing problems and 50% vision problems) and early onset
dementia. Approximately 50% of people with Down’s Syndrome live until the
age of 60.

2.1.2 Autistic Spectrum Disorders?

Prevalence rates vary according to diagnostic criteria used. The prevalence
in children is approximately 60/10,000 children if the entire spectrum is
included. For Shetland this would suggest approximately 30 children, out of a
population of 5000 under 18s. The prevalence of the most severe end of the
spectrum (i.e. autism) is approximately 20 per 10,000 children, approximately
10 children in Shetland. There have been no studies of the prevalence in
adults. The actual number of children with ASD in Shetland, described in
1.1.3 above, is 27 which reflects the national prevalence rates.

Autistic spectrum disorders are associated with learning disabilities and
challenging behaviours (mainly at the most severe end of the spectrum).
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2.2.1 Estimated prevalence of selected specific conditions

Condition / Prevalence per Estimated number of people in
disability 100,000 Shetland (population ~ 22,000)
Stroke® 1075 240
[~120 with significant disabilities,
of which ~34 will be under 65]
Rheumatoid 1000 220
arthritis*
Multiple 203 50
sclerosis ° [Estimate for [12 with minimal impairment
Scotland] 21 with moderate impairment
12 with severe impairment]
Parkinson’s 200 45
disease®
Cerebral palsy® | 186 41
[~ 20 with learning disabilities; 24
with vision impairment
Head injury 150° -228° 33 - 50
[survivors with
disabilities / long
term problems]
Muscular 50 11
dystrophy®
Myasthenia 30 6-7
gravis®
Spina bifida and | 24 5
hydrocephalus®
Motor neurone 7 1-2

disease®

The above estimates for Shetland should be interpreted with caution as it is

difficult to accurately extrapolate national figures to a small population. The

actual numbers of people with the above conditions living in Shetland should
be broadly similar to the figures quoted. However, within a small population

such as Shetland just a few more or less people with a particular condition
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will make an apparently big difference to prevalence rates in Shetland
compared to elsewhere.

2.2.2 Stroke’

Stroke is the commonest cause of adult physical disability in the UK. The
incidence is about 2 / 1000 population per year. Incidence increases with
age, and is more common amongst men. Stroke is a generic term, covering
a number of specific pathological processes. Patients with stroke due to
haemorrhage are more likely to die within 30 days than those with stroke due
to infarction; but outcome is slightly better at one year. For all types of stroke,
approximately half of all survivors will remain disabled; 25-35% with
significant disabilities and dependent on others at one year.

Compared to some other disabling conditions, development of services for
stroke patients is aided by being a national priority, as there is often ring
fenced funding available to develop services. However, provision of services
for people with stroke generally focuses on the older population and there can
be gaps in the provision of support for younger patients.

2.2.3 Multiple Sclerosis (MS)®

The prevalence of multiple sclerosis has been researched in many studies,
using different methods. Studies in the past have shown a higher prevalence
of multiple sclerosis in Orkney and Shetland than elsewhere. However,
research in 1998 showed that the prevalence in the South East of Scotland
was as high as the Northern Isles at 203 per 100,000 (95% confidence
interval 192 — 214). It is now thought that the prevalence in Scotland as a
whole is higher than elsewhere, and that there may be an underlying genetic
susceptibility in the population.

The progress of the disease varies between individuals. MS usually presents
in young adults; onset before age 16 or after age 60 is rare. Most people
(approximately 80%) have a relapsing remitting disorder, with repeated
attacks and recovery in between. After about 10-14 years, approximately half
of these patients go on to develop a progressive form of the disease, with
increasing disability. 10-15% of patients have an insidious progression of
disability from the onset, with no remissions. A minority of people have a
progressive and relapsing form of the disease. Symptoms include fatigue,
visual disturbance, muscle weakness, pain, bladder and bowel problems,
balance problems, muscle spasm and stiffness.

At any one time, 27% of people with MS will have minimal impairment; 45%
moderate impairment and 28% severe impairment.

Provision of services for people with multiple sclerosis is challenging because
of the wide range and fluctuating nature of the symptoms and disabilities
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associated with MS; the age of people affected (likely to be working age, with
dependant families) and the length of time people live with MS.

2.2.4 Parkinson’s disease®

The incidence of Parkinson’s disease increases with age, but approximately
8% of patients develop the disease before the age of 40. The average
duration from diagnosis to death is 13 years. The disease is relatively well
controlled by drug treatment in the first few years, but approximately 50%
develop significant complications of drug treatment after 5 years. Clinical
features of the disease include tremor, rigidity, slowness of movement;
postural disturbance, gait disturbance, pain, cognitive and mental health
problems. Involuntary movements can occur as a side effect of the
medication.

2.2.5 Cerebral palsy’

The incidence of cerebral palsy is approximately 2-3/1000 live births and the
prevalence approximately 186 per 100,000 population. Physical disabilities
are common in cerebral palsy: 65% of people with cerebral palsy severe
mobility impairment; 60% have severely limited manual dexterity; 60% have
visual impairment. More than half of all people with cerebral palsy have some
intellectual impairment and of these, half will have epilepsy. The prevalence
of cerebral palsy with associated learning disability is 92 — 136 per 100,000;
suggesting between 20 and 30 people in Shetland.

2.3 Sensory impairment and communication impairment

2.3.1 Hearing Impairment

Across Scotland 1-2 children per 1000 are expected to be born with a severe
or profound hearing loss. Shetland’s Health and Community Care Plan 2003-
06 estimates that the following numbers of people with hearing impairments
may be resident in Shetland if national patterns are replicated locally:

Some form of hearing loss 3220
Profound hearing loss 115
Users of British Sign Language 23
Need access to non-voice operated phone, e.g. minicom 174
Users of hearing aids 828

The same plan indicates that 3 local people fall into the category ‘deafblind’.

However, using national figures from the recent Scottish Executive document,
Community care services for people with a sensory impairment: an action
plan,® it can be estimated that in Shetland there are approximately:
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3200 people with some form of hearing loss
15-23 people who are profoundly deaf

180 people unable to hear without a hearing aid
9-22 people with some degree of deafblindness

2.3.2 Visual impairment

The national prevalence rate for children is estimated to be 2.1 — 2.3 per
1000. In Shetland we would therefore expect to have a minimum of 10
children with visual impairment at any one time, of whom one third to one half
will have additional disabilities.

Within the Scottish population as a whole, 4.6 people per 1000 are likely to be
registerable as blind, of whom 80% will be over 65 years old. This gives an
estimate of 100 in Shetland, with 80 aged over 65. 21% of the total will have
additional disabilities.

Similarly, 2.7 people per 1000 within the Scottish population are likely to be
registerable as partially sighted, of whom 75% will be over 65 years old;
giving an estimate of 60 people in Shetland, with 45 over 65 years. 20% of
the total will have additional disabilities.

These figures can be compared with the actual figures for Shetland in section
1.4 above:

Age Blind Partially sighted Total

Actual Actual Estimated | Actual Estimated
<65 10 20 11 15 21 35
65+ 24 80 23 45 47 125
Total 34 100 34 60 68 160

As identified above, many people registerable as blind or partially sighted are
not actually on the register, particularly in the over 65 age group.
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3 ‘Corporate’ needs assessment

Corporate needs assessment involves the views of professionals, service
providers and national expert committees. For this strategy this includes;

the needs identified by the main strategy group and the sub-groups
information from external audits and assessments

existing local strategies and plans

Health and Community Care Plan Planning Conferences

National needs assessment reports

RESULTS

3.1 Main strategy group and the sub-groups

A need to rationalise how money is spent and what services are to be
provided in the future

Good communication, co-ordination and joint working between agencies
Use of single shared assessments by all relevant agencies

Understanding between clients / patients and professionals of what is a
‘need’ and what services can be provided to meet needs

Similarly, understanding of conflict between patient expectations and
evidence on effective treatment

There should be equity of provision of services but also targeting of those
most in need

There should be a smooth transition for young people between children’s
and adult services

Services must be tailored to meet the needs of both those living in the
town and in remote and rural areas

Access to services for people with disabilities, in the broadest sense
High quality, accessible information on services
Training in disability awareness for staff in statutory and other agencies

Suitable housing for independent living; developed proactively in response
to identified future needs

Timely provision of adaptations to housing - major adaptations to housing
can currently take up to 2 years (in part due to heavy workloads of
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occupational therapists, architects and contractors)

Opportunity to try out specialist pieces of equipment before ordering and
timely provision of equipment

Employment opportunities for people with physical disabilities and support
to return to work for those who become disabled as adults

Work and training placements specifically for people with physical
disabilities should have suitable facilities for input such as physiotherapy

Appropriate respite and long term care facilities for younger adults with
physical disabilities

Neurology services — need for local visiting service

Co-ordinated services for people following a head injury; access to
specialised services, including long term care if necessary

Counselling and support for patients with disabling conditions

Wheelchair and seating service — need for a responsive, reliable, locally
delivered service

Consistency in moving and assisting (manual handling) advice across all
agencies and including carers. There is a need for policy development;
co-ordinated training and monitoring of practice.

3.2 External audits and assessments

3.2.1 Issues identified in SHAS self assessment 2003

*

The Scottish Health Advisory Service (SHAS) self assessment covers a large
number of specific standards related to the provision of health services for
people with physical disabilities. Many of these were already being met by
NHS Shetland at the time of the review in January 2003 and others were
being addressed. The following list does not contain everything that is
included in the self assessment but identifies those needs which were not
currently being met. It should be noted that the self assessment standards
are the same for all NHS Boards in Scotland: many of them are inappropriate
for Shetland. It would either be unfeasible or a poor use of resources to try
and address some of the needs identified below in Shetland.

Identified unmet needs:
Ongoing training programme for NHS staff

Patient transport services liaison group and joint working with other
agencies regarding transport

" SHAS has now been incorporated into NHS Quality Improvement Scotland
35
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Dissemination of information on health services for people with disabilities
Specialist nurse posts

Protocols for referral to specialist services

Protocols for referral to or discharge from tertiary services

Local clinical psychology support

Agreed criteria between health and social work for funding of packages
and health care interventions for people with complex health care needs

Transition to be addressed in local strategies; local policies to support
transition between services; training for staff

A range of age appropriate respite care services

An integrated equipment and adaptation service; local demonstration
services; self access to appropriate equipment

Local wheelchair users group

Local policies and procedures to access SMART / Environmental control
technology — small numbers locally

Health needs assessment for children and adults with physical disability

Strategic framework for physical disability services; strategies addressing
specific conditions

As part of the assessment, a service user questionnaire was also distributed
to attendees at the Montfield physical disabilities group and Disability
Shetland. These were returned to SHAS, but unfortunately it has not been
possible to obtain the results of these questionnaires from SHAS.

3.3 Existing local strategies and plans

There are a number of local strategies and plans currently being
implemented, or under development, which have links to this disability
strategy, including:

Local Housing Strategy for Shetland
Older Person’s Health Strategy
Child Health Strategy

Delayed Discharge Action Plan
JFIG Action Plan

Advocacy Development Plan
Carers’ Strategy
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Carer Information Strategy

Young Carers’ Strategy

Integrated Children’s Services Plan
Mental Health & Wellbeing Strategy
Joint Health Improvement Plan

3.4 Health and Community Care Plan Planning Conference

Disability services were discussed in workshops at a planning conference
held in March 2005. The following points were raised:

The need to recognise that disabilities can be hidden

The need to recognise that transition between services is a big issue for
people with learning disabilities

The need to recognise that for some disabilities, the level of impairment
can fluctuate

The need for training of staff in all organisations

Regarding consultation on this strategy:
- need to avoid ‘consultation overload’

- how to consult with people who do not access services; are not
members of ‘groups’ etc

There is a need for employers to be aware of their responsibilities
Need for more training in signing and BSL interpreters
The need to ensure meaningful information is collected to inform planning

There is a need to continue rehabilitation (e.g. following a stroke) once the
individual returns home; it should not be seen solely as a hospital based
service.

Rehabilitation should include enabling people to regain their roles and
functions in their community and society in general (e.g. work; social
networks; recreation; community activities) wherever possible

3.5 National needs assessment reports
There have been a number of national needs assessment reports on different
topics relevant to the Disability Strategy. These include:

3.5.1 Health Needs Assessment Report — People with Learning Disabilities
in Scotland’
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3.5.2 Scottish Needs Assessment Programme (SNAP) reports on
. multiple sclerosis®

Huntington’s disease, acquired brain injury and early onset
dementia®

. osteoporosis'®

3.5.3 Public Health Institute of Scotland (PHIS) Needs Assessment reports
on:

. NHS Audiology services in Scotland’
. Autistic Spectrum Disorders?

3.5.4 Healthcare Needs Assessment series, chapters on:
. People with learning disabilities’
. Community child health services
. Stroke™

As these documents are generally very lengthy, no attempt has been made to
summarise them here. However they are accessible through the Public
Health Department or on the internet for reference, and should be consulted
as necessary to implement the action plan.

4 Consultative / participatory needs assessment

Consultative needs assessment involves consultation with people to identify
their own needs. There was some limited involvement of service user
representatives on the strategy group and sub-groups, and in some of the
other sources mentioned in the paragraph above.

Information from two specific groups of service users / carers has been used
to inform this needs assessment. Members of the local branch of the Multiple
Sclerosis Society have been actively involved in presenting information on
needs and service gaps to the NHS Board in the past. As many of the needs
and problems described by this group are similar for patients with other
neurological conditions, a summary of the identified needs has been
presented below.

A small group of members of the Special Needs Action Group were
specifically consulted to express their opinion on their / their children’s needs
and current service provision.
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RESULTS

4.1.1 People with multiple sclerosis

The needs identified by people with multiple sclerosis include both
specialised medical / treatment needs and the requirements for more general
services. Similar needs are likely to be identified by other people with
disabling conditions.

Clearly different people may have different needs and also the needs of an
individual with MS (and other progressive neurological conditions) will vary as
the disease progresses.

The list below summarises some of the most common needs identified by
people with MS in Shetland:

Information for patients and carers about multiple sclerosis (or other
condition), treatment and services available, especially at the time of
diagnosis

Access to local support, information and advice after diagnosis (diagnosis
usually made in Aberdeen)

GPs to have up to date knowledge about MS, especially treatment options
Prompt access to local neurology services
Access to disease modifying drugs (e.g. B interferon) if appropriate

Access to a range of services including physiotherapy, speech and
language therapy and neuropsychiatry

Access to a local specialist nurse in multiple sclerosis / neurology
Regular reviews
Good co-ordination between services

Information and advice on and appropriate management of bowel, bladder
and sexual problems

Appropriate management of pressure areas and prevention of pressure
sores

Advice on positioning and passive stretching exercises and access to
‘standing equipment’ at home

Respite and long term care facilities specifically for younger people with
MS / similar neurological conditions

Efficient and reliable hospital transport.
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These expressed needs reflect those identified in the Scottish Needs
Assessment Programme report on multiple sclerosis (2000).°

4.1.2 Children with disabilities

A number of members of the Parents Support Group and Special Needs
Action Group were already on the Disability Strategy Group and sub-groups.
In addition, a number of other parents were informally interviewed to inform
this needs assessment. All were mothers and their children ranged from pre-
school to late teenage. The children had a range of disabilities and several
had multiple disabilities.

As the children all had different disabling conditions (and for some the
underlying condition was unknown) and resultant disabilities, there were
some needs identified that were specific to one particular child. However,
there were also a number of more general needs identified through the
interviews, which are listed below:

Prompt referral for assessment and diagnosis

Information for parents (and children) about the condition and disabilities,
and services available, especially at the time of diagnosis

Information on benefits, grants, financial and legal concerns

Local support after diagnosis (which has often been made in Aberdeen or
elsewhere)

Co-ordination between agencies

Regular review, but avoid duplicating across different agencies. System of
review process for both children and young people / adults.

Needs of parents and family addressed

Access to high quality, responsive, flexible health services locally
including physiotherapy, speech and language therapy, occupational
therapy (both for children and young people / adults)

Access to reliable, high quality wheelchair and seating service including
sufficient clinic time for assessment and reviews; regular reviews; good
choice of equipment and prompt delivery.

Access to education services appropriate to child’s age and level of
functioning

Provision of services for young people leaving education system —
including meaningful daytime activity appropriate to level of functioning

Provision of flexible, responsive respite care services for children and
young people
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Provision of appropriate accommodation for young people who leave the
parental home

Summer playscheme with appropriately trained and experienced staff

Continuity of carers, including staff in respite and day care facilities
(permanent rather than temporary posts)

Many of these needs have been identified in the past, for example in the ‘wish
list’ in the Shetland Children and Young People’s Service Plan 2002-04. This
includes:

A need for increased respite care

After school provision

Extension of summer playschemes

Joint purchasing of expensive equipment

Sharing of relevant information between agencies

5 Summary of results

5.1 Information and Planning

There is a need to rationalise how money is spent and what services are to
be provided in the future

Systematic collation of information to aid planning and service
development

Strategic planning based on population based needs assessment; local
and national priorities and evidence of effectiveness

Co-ordinated planning and management of services

5.2 Assessment, review and co-ordination of care
Use of single shared assessments by all relevant agencies

Understanding between clients / patients and professionals of what is a
‘need’ and what services can be provided to meet needs.

Multi-disciplinary, holistic assessment and regular review for all those who
would benefit

Prompt referral for assessment and diagnosis
Good communication, co-ordination and joint working between agencies

Multi-agency involvement in new Co-ordinated Support Packages in
Education
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Agreed criteria between health and social work for funding of packages
and health care interventions for people with complex health care needs

5.2.1 Provision of services

There should be equity of provision of services — but also targeting of
those most in need

Services must be tailored to meet the needs of both those living in the
town and in remote and rural areas

User involvement in planning, monitoring and evaluating services

Professional support structures: supervision / consultation for specialist
staff, especially those who are single handed

Consistent moving and assisting (manual handling) advice across all
agencies, including carers

Provision of communication equipment and staff with specific
communication skills, including sign language

Health services

- Access to high quality, appropriate, responsive, flexible health
services locally including physiotherapy, speech and language
therapy, occupational therapy, for all age groups

- Efficient and reliable hospital transport.

Equipment, aids and adaptations:

- Local access to equipment through joint equipment store, including
self access where appropriate

- Guidelines to ensure equitable access to equipment, aids and
adaptations — targeting those most in need. Guidelines need to
take account of priorities, budget limitations and range of equipment
available

- Minimal waiting times for adaptations and equipment for those most
in need

Independent living
- Suitable housing for independent living
- Training in independent living skills
- Flexible, responsive services to support and care for people in their
own homes

Long term, respite and day care
- Appropriate long term facilities for all age groups, especially
younger adults
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- Flexible, accessible respite and day care for all age groups
- Continuity of carers, including staff in respite and day care facilities

Employment and training

- Employment, educational and training opportunities for adults with
disabilities and support to return to work or training for those who
become disabled as adults

- ICT support for people using specialised packages in any setting

Information and support

- Counselling and support for patients with disabling conditions and
their carers and families

- Access to local support, information and advice, especially just after
diagnosis
- Information on benefits, grants, financial and legal concerns
5.2.2 Carers and families

Needs of carers, including parents of younger children, and family must be
identified and addressed

Needs of young carers must be identified and addressed

5.2.3 Young people and transition from child to adult services

Information for parents (and children) about the condition and disabilities,
and services available, especially at the time of diagnosis

Access to education services appropriate to child’s age and level of
functioning

Provision of flexible, responsive respite care services for children and
young people

Provision of activities outwith school for children, including summer
playscheme with appropriately trained and experienced staff

There should be a smooth transition for young people between children’s
and adult services

Provision of services for young people leaving education system —
including meaningful daytime activity appropriate to level of functioning

Provision of appropriate accommodation for young people who leave the
parental home

5.2.4 Awareness and access to services
Training in disability awareness for staff in statutory and other agencies
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People with disabilities should have access to public facilities (as does the
rest of the general population)

Health and council premises should work to fulfil requirements of DDA

Statutory agencies should be aware of employment issues and rights of
disabled people in the workplace: they should be in a position to actively
facilitate employment for people with disabilities.

There needs to be awareness amongst all service providers (statutory and
non-statutory) of the issues affecting people with disabilities, especially
those with hidden or fluctuating impairments.
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This section summarises current service provision for people with disabilities.
It includes services specifically for people with disabilities, services for
vulnerable people and generic services for the whole population. Unless
otherwise stated, the figures for service usage and costs have been obtained
directly from the relevant services; the local Health and Community Care
Plan; other service plans or annual reports; or organisations’ websites.

1 Education
1.1 Pre-school

1.1.1  Pre-school Home Visiting Service (Childcare Partnership)

The Home Visiting Teacher can support children and their families in their
own home from the time that learning disabilities are first suspected. Referral
is usually through the child’s health visitor or paediatrician, or parents may
contact the service directly.

1.1.2 Nursery and partner providers:
Priority admission to nursery for children with special needs
Additional support teachers and auxiliary support

1.2 School

1.2.1 Record of Needs

This is a legal document describing a child’s special educational needs. It is
based on an assessment which includes educational, medical and
psychological input. The Record of Needs includes details of how the child’s
needs are to be met and where they will be educated. With the introduction
of the Additional Support for Learning Act in May 2004, the Co-ordinated
Support Plan replaces the Record of Needs document.

1.2.2 Special Department at Bells Brae School

Special Educational Needs services are based in the Special Department at
Bells Brae School. The Department currently caters for children from the age
of 3 to 19, although some move onto secondary school at age 12 and others
will be moving to the new secondary facilities at Gressy Loan when it opens
in 2005. Most pupils are in split placements attending the Special
Department for part of the week but also spending time in their local school.
Pupils from all over mainland Shetland attend the Department; they are
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usually transported by taxi or minibus adapted to carry wheelchairs. Escorts
are provided to accompany the children.

There are 32 children enrolled in the Special Department (2003-4 session).
The pupils are divided into five classes according to age and need; and most
also attend mainstream classes in the school. Each child has an
individualised educational programme (IEP) with information on the learning
difficulties experienced by the child and individualised targets for each
element of the curriculum.

Special Department staff provide an outreach service to a further 13 pupils
who are enrolled in other educational settings.

Department staff include:
Depute Headteacher
5 WTE class teachers
P/T teacher for the visually impaired
P/T teacher for the hearing impaired
P/T PE teacher
P/T music instructor

16 WTE class auxiliary staff and 3 lunchtime auxiliaries

The Department has close links with other educational and health staff who
visit where necessary, including:

Educational psychologist
Speech and language therapists
Physiotherapist

Occupational therapist

Learning disabilities nurse
Community children’s nurse
Dietician

Art therapist

Facilities at the Department include five classrooms; a speech and language
therapy room; a mini-gym; a dark room; a multi-sensory room and in- and out-
door play areas. Other facilities at the school and Clickimin leisure centre are
also used.
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1.2.3 Educational psychologist

There is one educational psychologist in Shetland providing a service for
children up to the age of 19. The psychologist is involved in assessment and
review of children’s educational needs and co-ordination of the Record of
Needs.

1.2.4 Services for pupils with sensory and communication impairments

A Teacher for the hearing impaired and a teacher for the visually impaired
are currently working with 17 pre-school and school aged children. They
also provide support (limited) for some post school clients (currently 3).

Braille transcription and alternative media services

Communication equipment
1.2.5 Special needs teachers in other schools

1.2.6 Use of Janet Courtney Hostel (Anderson High School) for more able
older children with learning disabilities for residential support during
term time and development of life-long skills.

1.3 External services purchased by Education Services

1.3.1 CALL Centre (Communication Aids for Language and Learning).

The CALL centre staff visit 2-3 times each year and provide support to
schools to develop alternative augmentative methods of communication.

1.3.2 Mobility Officer, Orkney Islands Council

The mobility officer visits as required (recently bi-monthly) to provide mobility
training to individuals with visual impairment

1.3.3 SENSE

SENSE visits as required to provide training for staff who are working with
children and young people with sensory impairments.

1.3.4 RNIB (with Social Work)
Occasional visits to provide consultancy, awareness and other training.

14 Further education

1.4.1 Shetland College

The Shetland College arranges for assessments and develops specific
support where required for students with visual impairment, hearing
impairment, physical disabilities, dyslexia and learning disabilities.
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Health Care

Community based / primary care

Community based health care services include those provided by
primary care teams within general practices and those provided by staff
employed by the Shetland NHS Health Board. On April 1% 2005
Shetland LHCC evolved into a Community Health Partnership.
Community Health Partnerships (CHP) are a key part of the Scottish
Executive’s plans for improving health and health services. The
establishment and development of the CHP is therefore one of the key
building blocks for the modernisation of the NHS in Shetland. The CHP

Management Team will comprise:

CHP Clinical Lead;

CHP General Manager;

CHP Lead Nurse;

Community Care Manager,

Managed Clinical Network Co-ordinator;
Assistant CHP General Manager

Every person in Shetland should have access to a general practitioner (GP)
and the primary care team. The percentage of Shetland residents registered
with a GP is very high and it is therefore likely that most if not all people with
a disability are registered with a GP. The GP provides generic primary health
care services and access to secondary care services as appropriate. Other
members of the primary care team include practice nurses, community
nurses, counsellors and allied health professionals. Each practice also has
links with a named social worker

2.1.1 Community nursing

The community nursing service includes district nurses, community nurses,
health visitors and community midwives. There are also a number of single
practitioners including a learning disabilities nurse, continence nurse advisor
and a community children’s nurse. District nurses provide nursing care and
support for people in their own homes and have expertise in a number of
areas that may be relevant to people with disabilities. They develop care
plans with patients and other carers, providing training where necessary.
Information on the diagnoses of patients on the nurses’ caseloads is not
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routinely collated. However, it is likely that the majority of long-term patients
on the caseloads will have some form of disability.

Health Visitors (HVs) provide a service, which responds to national and local
direction, particularly within the development of public health nursing. They
work across the age range with babies, children, young people, adults and
older people.

Their role includes working with parents and families to raise expectations for
children and to encourage and promote health and healthy lifestyles in the
widest sense.

2.1.2 Community Children’s Nurse

The community children’s nurse sees children with a variety of life limiting
health conditions and disabilities. She provides practical nursing care for
children and advice, support and training for children and young people, their
parents and other carers, including staff from other agencies / disciplines
such as social work and education. She also works closely with other
agencies both statutory and voluntary, in Shetland and Aberdeen.

2.1.3 Learning Disability Nursing service

The learning disability nursing service is a single handed post providing a
service to children and adults who have specific needs. The service operates
an open referral system and can be accessed by individuals, parents, carers,
professionals or voluntary groups. The service is usually domiciliary and
available throughout Shetland.

The Learning Disabilities Nurse can offer advice, support and training in
areas such as behavioural difficulties, epilepsy management, continence
care, bereavement support and health promotion activity. She works with a
wide range of other professionals to ensure continuity of care

The nurse actively works with a caseload of up to 25 patients across Shetland
and including the outlying islands. The nurse delivers approximately two
formal training events each month to staff from statutory agencies. She will
also on occasion provide training sessions for parent support groups. These
training events may be patient specific or more generalised dependent on the
topic and those attending.
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2.2 Community based physiotherapy

Each general practice outwith Lerwick has a named community
physiotherapist who provides a community based service, usually seeing
patients at the practice or sometimes at their home. (See section 2.8.3 on
physiotherapy.)

2.3 Community paediatric services

Children with a disability are likely to be seen by the community paediatrician
at some stage and many will be in contact with the children’s nurse. Children
with disabilities may also be seen in joint clinics by a visiting paediatrician
from Aberdeen who can arrange specialised assessment at the Raeden Unit
in Aberdeen (for under fives).

The Child Development Initiative (CDI) is a system for identifying, assessing
and reviewing children with special (health related) needs. It is organised
jointly between Shetland community paediatric services and the paediatric
services in Aberdeen. There are currently approximately 100 children
registered.

2.4 Generic dental services

There are dental services based in Lerwick (including salaried practices at
Bells Brae and Montfield), Brae and Yell with visiting services to other islands.
The objectives of the salaried service include the development of a family-
based service with a preventive ethos alongside a duty to protect those
priority groups most at risk. The needs of people with disabilities will be
addressed through the expansion of the salaried service. Family registration
is encouraged, although there are waiting lists for adults (as in the rest of the
UK). The dental services in Brae and Yell are based within primary health
care centres and there are plans to provide services at other health centres
across Shetland. This should improve access to dental services for people
with disabilities.

25 Podiatry / Chiropody

The Podiatry Department is based in the Lerwick Health Centre and provides
services throughout Shetland in a variety of settings. These include health
centres, care centres, the hospitals and in the patients own home (for
housebound patients). The team includes a head of profession and 4 senior
podiatrists. They provide the following services:

Routine podiatry
Management of pathological nail conditions

Diabetic; vascular and neurological assessments
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Biomechanical assessment
Orthoses manufacture

Nail surgery
Podopaediatrics

Advice and information

NHS podiatry services may only be accessed by certain client groups: these
include people with physical and mental disabilities and those with particular
conditions such as diabetes and peripheral vascular disease both of which
are potentially disabling). Service provision is based on clinical need and
there is a need based prioritisation system.

There is also a Shetland wide voluntary nail cutting service.

2.6 Community Mental Health Team

The mental health team is community based, with access to in-patient beds
the Gilbert Bain (very short term only) and in Aberdeen. There is a consultant
psychiatrist,, 4.5 WTE CPNs and a mental health social worker. There is a
CPN service (1.1 WTE) for children and adolescents and one CPN has
expertise in working with people with hearing impairment. There is currently
no local clinical psychology provision (due to a national shortage of
psychologists), but this can be accessed from Aberdeen. Additional Mental
Health Officer posts have been established to support the implementation of
the Mental Health (Care & Treatment) (Scotland) Act 2003.

2.7 Palliative care

Although palliative care is often thought of as a service for people with
cancer, it may also be accessed by people with chronic disabling conditions
such as multiple sclerosis and Parkinson’s disease. Palliative care is
provided within the community and the local hospital service, by generic and
specialist nurses, GPs and primary care teams, and hospital staff in all clinical
areas. A local pain clinic is provided at the Gilbert Bain Hospital, and the local
New Opportunities Fund (NOF) project on delivery of a Pain Management
support programme, has now been agreed and is underway. Patients are
supported in their choice of place of dying (a high proportion choosing to die
at home), with appropriate support for patient, family and carers.

2.8 Secondary care in Shetland

Services at the Gilbert Bain Hospital in Shetland include A&E; out-patients; a
day surgery unit; a general medical ward; a rehabilitation unit, a general
