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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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1	 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 
Lothian. This review visit took place on 3–4 August 2005, and details 
of  the visit, including membership of  the review team, can be found in 
Appendix 2.
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1	 Setting the Scene

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:

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

●	 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: 

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

●	 Promoting inclusion and wellbeing
●	 Meeting general healthcare needs
●	 Meeting complex healthcare needs
●	 Inpatient services – daily life
●	 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–
2006, 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.

1	 Setting the Scene
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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

●	 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.
●	 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.

●	 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.
●	 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.

1	 Setting the Scene
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The Review Process
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2.1	 Overview of Local Service Provision
Lothian is situated in south-east Scotland and has a population of  
around 787,504. The majority of  the population live in densely populated 
urban areas, of  which Edinburgh followed by Livingston is the largest 
in the region. The proportion of  older people in the population is lower 
than the national average, as are levels of  illness and deprivation.

Local NHS System and Services

The Board of  NHS Lothian is responsible for improving the health 
of  the local population and for the delivery of  the healthcare required. 
It provides strategic leadership and has responsibility for the efficient, 
effective and accountable performance of  the NHS in Lothian.

At the time of  the review visit, the NHS Board area contained three 
NHS operating divisions: NHS Lothian - University Hospitals Division 
(acute care services); NHS Lothian - Primary and Community Division 
(primary care services); and NHS Lothian - West Lothian Healthcare 
Division (combining acute and primary care services).

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 Lothian (www.lothianhealth.scot.nhs.uk).

There are four local Authorities in Lothian. Edinburgh City Council, 
Midlothian Council, based in Dalkeith, West Lothian Council, based in 
Livingston and East Lothian Council, based in Haddington.

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.

2		 Summary of Findings
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Information on Population

●	 Number of  people with a learning disability (all ages)*	 21,600
●	 Number of  children with a learning disability (0–15 years) 	 1,016
●	 Number of  adults with a learning disability who at the  

time of  the visit:
-	 were receiving services from local learning 	 not known 

disability teams	
-	 were living in NHS inpatient accommodation 	 60
-	 were detained under the Mental Health Act 	 44
-	 were in out-of-area placements 	 4

*based on national prevalence of  2% of  the total population

Inpatient Services

●	 Seven inpatient NHS healthcare houses for adults with learning 
disabilities:
-	 William Fraser Centre, Royal Edinburgh Hospital, assessment 

and treatment
-	 Greenbank Centre, Royal Edinburgh Hospital, assessment and 

treatment
-	 Carnethy House, Royal Edinburgh Hospital, challenging 

behaviour treatment and rehabilitation
-	 Camus Tigh, Broxburn, challenging behaviour and mental health 

rehabilitation
-	 Primrose Lodge, Loanhead, challenging behaviour and mental 

health treatment and rehabilitation
-	 Glenlomond, Edinburgh, forensic treatment and rehabilitation 
-	 Dunedin, Edinburgh, forensic, challenging behaviour treatment 

and rehabilitation.

Community Services

●	 Eight community learning disability teams (CLDTs), five of  which 
are in the City of  Edinburgh Council area covering north-west, 
north-east, south-west, south-east and south-central Edinburgh. 
The other three provide services for children and adults with 
learning disabilities in the Midlothian, West Lothian and East 
Lothian Local Authority areas respectively. 

●	 Hospital liaison nursing service.
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●	 Two day hospitals:
-	 Strathaird, mental health and forensic provision within the 

William Fraser Centre, Edinburgh
-	 Livingston, challenging behaviour provision, within the 

Greenbank Centre, Edinburgh.
●	 One respite bed for adults with learning disabilities at Murraypark, 

Edinburgh.
●	 One child development centre (CDC) at Beatlie Campus, 

Livingston.
●	 Sunndach, Livingston, and Calereidh, Edinburgh, provide a variety 

of  packages of  care for children and young people (0–16 years) 
with learning and physical disabilities and complex healthcare 
needs.

Service User and Carer Groups

●	 Powerful Partnerships provides citizen advocacy for all users of  
learning disability inpatient services and provides a service to other 
service users within a defined geographical area in Edinburgh.

●	 ACE Advocacy provides advocacy services in West Lothian.
●	 Partners in Advocacy, an advocacy organisation for adults, young 

people and children with learning disabilities, provides services in 
Edinburgh, West Lothian and East Lothian.

●	 A service user group which includes representatives from inpatient 
areas meets every month.

●	 People First (Scotland), the Sticking Up For Your Rights group 
and Surging Ahead are all active in Lothian. They have formed a 
combined group called Edinburgh Advocacy Together (EAT).

●	 Special Needs Information Point (SNIP), a parent-run support 
organisation consults regularly with the Family Council, Royal 
Hospital for Sick Children (RHSC), Edinburgh, on policy 
development and strategic changes for children and young people’s 
needs.
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2.2	 Progress since the Last Review
Services provided by NHS Lothian for children and adults with learning 
disabilities were reviewed most recently in 1998 and in 2000.

During the review visit to NHS Lothian in August 2005, the review team 
found the following progress within areas covered by Quality Indicators 
1, 4, 5 and 6.
 
Health Needs Assessment and Strategic Framework

The review in 2000 highlighted a requirement to develop, in conjunction 
with service users and carers, a comprehensive health needs assessment 
which would inform a learning disability strategy. At the time of  the 
review in 2005, NHS Lothian had undertaken a needs assessment for 
children with learning disabilities. A similar exercise had not been carried 
out for adults: however, it was envisaged that the planned NHS Lothian 
joint learning disability strategic review would include an NHS Board-
wide needs assessment.

Hospital Closure and Service Reprovisioning

A range of  issues related to the hospital closure and service 
reprovisioning programme was identified after the review in 2000. In 
particular, they included provision of  advocacy for both inpatients and 
people living in the community, development of  individual care plans, 
availability of  equipment for people who had relocated to West Lothian 
and issues impacting on the delivery of  healthcare in social care settings. 
In 2005, the review team considered the amount of  independent 
advocacy available for people with learning disabilities to still be lacking: 
in particular, there was limited provision for children and young people. 
NHS Lothian reported that further investment in independent advocacy 
has been made in line with the new Mental Health Act, in order to secure 
provision of  independent advocacy for adolescents who may be detained 
in inpatient services. Similarly, continuity of  provision of  specialist aids 
and equipment remains an issue, particularly for young people moving 
into adults’ services. Most service users do, however, appear to have 
individualised care plans, and a range of  protocols has been developed to 
support administration of  healthcare procedures in social care settings.
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Meeting the Health Needs of Children and Young People with Learning 
Disabilities 

The review in 2000 highlighted a requirement for the NHS Board and 
partner agencies to ensure that appropriate arrangements are in place to 
fully meet the health needs of  children and young people with learning 
disabilities, in particular with regard to mental health services, and the 
interface between children’s and adults’ services. In 2005, while there 
had been work to look at transitions from children’s to adults’ learning 
disability services, and evidence of  some successful cases, the review 
team noted that the interface, within adults’ services could still be further 
developed. A learning disability-specific child and adolescent mental 
health team has been established and provides a service for children and 
young people with learning disabilities and mental health needs. 

Healthcare Provision for People with Learning Disabilities Living in the 
Community

In 2000, the review team recommended that NHS Lothian, in association 
with GPs and local authority colleagues, should ensure appropriate and 
adequate healthcare provision for people with learning disabilities living 
in the community, and equity of  access to health services for people with 
learning disabilities and their families. At the time of  the review visit 
in 2005, there was a good range of  assessment, support and services 
available in the community for people with learning disabilities. The 
review team also saw evidence of  good work to improve both equity of  
access to services, and social inclusion. 

Inpatient Provision

The report of  the review visit in 2000 highlighted a requirement to 
ensure that people living longer term within inpatient services should 
have access to independent advocacy and a range of  appropriate day 
opportunities. In addition, they should have ready access to general 
medical services and a full range of  specialist interventions. At the time 
of  the review visit in 2005, the review team was satisfied that those 
people who were still living longer term in NHS accommodation had 
appropriate access to independent advocacy and an adequate range 
of  general and specialist medical services. Access to adequate day 
opportunities remains an issue, particularly for people in a delayed 
discharge situation.
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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 for children and adults 
with learning disabilities. 

Overview

NHS Lothian was a pioneer within NHSScotland in realising the closure 
of  its long-stay residential services. Over 500 residents were resettled 
from the Hopetoun Unit, Haddington; St. Joseph’s Hospital, Midlothian; 
and Gogarburn Hospital, Edinburgh between 1998 and 1999. NHS 
Lothian continues to provide both short and long-stay residential 
services for some 60 individuals across seven sites. Additionally, an  
NHS-managed nursing home service is provided at Murraypark, 
Edinburgh.

Day hospital services are provided from the William Fraser and 
Greenbank Centres, Edinburgh. NHS respite services for adults are 
provided at Murraypark, and for children and young people at Sunndach, 
Livingston, and Calereidh, Edinburgh. 

At the time of  the review visit, NHS Lothian was reviewing its inpatient 
services and considering alternative models of  residential provision for 
some individuals living within these services.

NHS Lothian – Numbers of people living in NHS hospitals/units -  
August 2005

Longer stay 
assessment 
and 
treatment 
beds 

Commissioning 
plans to be 
developed 

Housing 
plans to be 
developed 

Out-of-area 
placements 

State 
Hospital 

36 32 32 4 4

Gogarburn Hospital Closed

Hopetoun Unit Closed

St Joseph’s Hospital Closed

The information below is provided against the key sections in the Home 
at Last? report.
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Supporting People who Use Services and Carers

Although NHS Lothian has a framework for patient focus and public 
involvement in place, this does not make specific reference to people 
with a learning disability. The review team found evidence of  variability 
in the extent of  involvement of  both service users and carers in planning 
services across the local authority areas served by the NHS Board.

NHS Lothian has a multi-agency independent advocacy plan and there 
is a range of  both generic and specific independent advocacy services 
available for adults with a learning disability. Independent advocacy 
services for children and younger people, however, were found to be 
limited.

There did not appear to be a formalised staff  training programme 
around the role and availability of  advocacy services within children’s or 
adults’ services.

Planning for Hospital Closure/Service Redesign

Having successfully realised the closure of  long-stay hospital residential 
provision, NHS Lothian is now directing its strategic focus towards 
the reprovision of  its remaining longer stay services. A health needs 
assessment has been carried out for children with a learning disability, 
and the planned NHS Lothian joint learning disability strategic review 
will include an NHS Board-wide health needs assessment for adults with 
a learning disability. There will also be a focus on the development of  
community-based service supports required to successfully reprovide 
residential services for those individuals currently living within NHS 
services, and for individuals experiencing service transition.

Experience during Hospital Closure

With the NHS Quality Improvement Scotland (NHS QIS) review taking 
place approximately 5 years after the closure of  the long-stay hospital 
service provision, it was difficult to evaluate individual experiences of  
that closure, and the associated service reprovision process. At the time 
of  the review, however, there appeared to be a good and responsive 
range of  assessment, support and services available in the community 
for people with a learning disability. Additionally, there was evidence of  
developments to enhance both equity of  service access and supports to 
facilitate inclusion.

For those individuals currently living in NHS residential services, there 
is access to advocacy services, and processes are in place to support 
service users to raise issues and complaints regarding services. Inpatient 
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services generally provide safe, clean and domestic-style accommodation, 
although the review team noted difficulties in some areas with 
respect to the standard of  furnishings and décor. Additionally, some 
residential services have limited availability of  personal space. There 
are service challenges around the management of  delayed discharges 
in NHS Lothian, and particularly regarding responsive access to social, 
recreational and occupational activities for residents. 

Supporting People after Hospital Closures

For both children and adults with a learning disability, the review team 
found evidence of  good integration of  general and specialist services 
across NHS Lothian. There is a well-established and responsive learning 
disability liaison service which interfaces with primary and secondary 
care services and the CLDTs. NHS Lothian provides a responsive range 
of  specialist assessment and clinical services to both children and adults. 
However, some services have varying waiting times for access, and some 
may only be available in certain community localities.

NHS Lothian has made a significant investment in both managed care 
and managed clinical network (MCN) activity with other NHS Board 
areas. This includes involvement in networks for both epilepsy and 
forensic services.

An NHS Lothian joint learning disability strategic review was planned 
to begin shortly after the review visit, and some initial pieces of  work to 
inform the strategic review were under way. Additionally, NHS Lothian 
has undertaken an organisation-wide training needs analysis across 
services for both children and adults with a learning disability.

Local partnership agreements have been developed with each of  the 
local authority areas served by the NHS Board, and these represent the 
agreed template for joint working activity. However, the review team 
noted that there did not appear to be a general overarching NHS  
Board-wide approach to joint working.

NHS Lothian has been very active in respect of  vulnerable adults and 
child protection. There are comprehensive inter-agency policies in place, 
and these are reinforced by appropriate training of  care staff.
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Conclusion

As previously reported, NHS Lothian was found to be well in advance 
of  both national policy and practice in its closure of  long-stay hospital 
provision for people with a learning disability. The enduring challenge 
remains to responsively resettle those individuals who may no longer 
require long-term NHS-provided residential services, and to reprovide 
the required supports within the community. The challenge presents 
itself  within both strategic and financial considerations, and the onset 
of  the planned strategic service review will provide an initial impetus 
and focus to address this. There appears to be a well-established and 
developing community service infrastructure against which to progress, 
and NHS Lothian is clearly committed to taking services forward, 
continuing to build upon its investment and developments to date. 
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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

NHS Lothian has a framework for patient focus and public involvement 
in place. This framework does not refer specifically to people with 
learning disabilities, nor does it outline how children and adults with 
learning disabilities and their families would be involved in the planning 
and delivery of  services. 

In practice, involvement of  adults with learning disabilities and carers in 
service planning varies across each of  the local authority areas, and some 
of  the planning groups in place do not have service user representation. 
At the time of  the review visit, children and young people were not 
represented on any service planning groups, and while some planning 
groups have parent members they are not there to specifically represent 
children and young people with learning disabilities.

Access to Health Records

NHS Lothian has a divisional, written policy on access to health records. 
At the time of  the review visit, the policy was not available as an easy-
read document, or in formats that would make it generally accessible to 
people with learning disabilities. A range of  other documentation related 
to confidentiality and accessing information is available across each 
of  the local authority areas; again the degree of  accessibility of  these 
documents varies.

Complaints

At the time of  the review visit, NHS Lothian did not have an NHS 
Board-wide approach to recording and management of  complaints. 
There are stand-alone policies and procedures in place across 
community, primary care and acute services, although these documents 
are generally not available in formats that would make them accessible to 
all children and adults with learning disabilities.
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In practice, the review team agreed that there are mechanisms in place, 
and routine opportunities, for adults with learning disabilities, and carers, 
to raise issues. For children and young people specifically, NHS Lothian 
reported that part of  the remit of  the learning disability nurses is to 
provide opportunities for children with learning disabilities and their 
parents to express their views or any concerns that they may have.

Advocacy

NHS Lothian has a multi-agency independent advocacy plan for the 
period 2004–2007. The plan sets out how independent advocacy services 
for both children and adults in Lothian will be supported and developed 
over this 3-year period.

The range of  independent advocacy available for adults includes self  
advocacy, citizen advocacy, crisis advocacy and collective advocacy. Many 
of  the services provided are generic: however, some projects, namely 
People First (Scotland), Powerful Partnerships, Partners in Advocacy and 
ACE Advocacy, are specifically for adults with learning disabilities.

For children and young people generally there are fewer independent 
advocacy providers across NHS Lothian, and availability of  services 
varies across the local authority areas. There was no independent 
advocacy for children and young people in East Lothian at the time of  
the review visit. Children First provides advocacy on an ad hoc basis, 
although this service is not specifically for children and young people 
with learning disabilities. 

There is no formalised, overarching staff  training programme on the role 
of  independent advocacy within either adults’ or children’s services. An 
advocacy awareness group has been established and part of  the remit of  
this group is to develop an education programme. 

Quality Indicator 4: Meeting Complex Healthcare Needs

Service Integration

For adults, the review team agreed that functional integration of  general 
and specialist services is generally good across NHS Lothian. There is 
an established learning disability liaison service with two substantive 
specialist nurses in post. These posts provide links into acute services 
and the CLDTs. While the liaison nurses also link into services that are 
delivered by primary care, the links between specialist learning disability 
and general primary care services appear to be less developed.
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Within children’s services, there is also good functional integration of  
specialised and general health services, particularly at an operational level, 
and evidence of  robust joint care planning and joint clinical review. 

Transitions

In Lothian, transitions for children and young people from pre-school to 
primary school, and from primary to secondary school are supported by 
appropriate protocols and the review team found these to be managed 
well. 

At the time of  the review visit, there was no overarching policy or 
protocol in place that would support the transition of  a young person 
with a learning disability, regardless of  the complexity of  their needs, 
to adults’ services. However, there has been some work in each of  the 
local authority areas to begin to develop such protocols. In practice, the 
success of  age-related transition to adults’ services varies for different 
individuals, and different levels of  complexity of  need.

There is no formalised protocol in place for the transition of  adults 
with learning disabilities to older people’s services. In practice, there are 
informal mechanisms in place which appear to work well in some areas.

Specialist Services

There are eight CLDTs across NHS Lothian. Five of  these are in the 
City of  Edinburgh Council area, and the other three provide services 
for children and adults with learning disabilities in the Midlothian, West 
Lothian and East Lothian local authority areas respectively. All of  the 
CLDTs are multidisciplinary. However, arrangements for joint working 
across the NHS Board area are variable, with the CLDT in East Lothian 
being the only team that has a formalised joint working structure with 
social work. Single shared assessments (SSAs) are used in all of  the local 
authority areas except West Lothian. In practice, the extent of  their use 
was found to vary across the different areas, and across teams.

Example of a local initiative…

The System for the Management of Information in Lothian and 

Edinburgh (SMILE) is a web-based information toolkit, developed by 

healthcare staff, which can be accessed by anyone and provides  

up-to-date and accessible information about health services in Lothian.
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For children with learning disabilities, robust early diagnostic services 
are provided through the CDC based at the Beatlie Campus, Livingston. 
A consultant paediatrician based within the CDC provides multi-
professional clinics for children less than 5 years of  age. There are no 
other CDCs in the rest of  the NHS Lothian area, although a variety of  
consultant-led locality clinics are available. 

A good range of  specialist assessment and clinical services is available 
to both children and adults with learning disabilities, although there are 
varying waiting times for the majority of  these services and some are 
only available in certain localities. 

NHS Lothian has invested significantly in managed care networks and 
MCNs. There is a well-established learning disability-specific managed 
care network in place which covers NHS Lothian, NHS Borders, NHS 
Fife and NHS Forth Valley. NHS Lothian is also part of  the South-East 
Scotland MCN for Epilepsy and the National Forensic Managed Care 
Network. 

Example of a local initiative…

People with learning disabilities have been meeting and talking to 

local schoolchildren, in order to raise awareness of learning disabilities.

Quality Indicator 5: Inpatient Services – Daily Life

Environment

The review team agreed that inpatient accommodation for people with 
learning disabilities across NHS Lothian provides a safe environment, 
where the degree of  risk to residents is closely monitored and well 
managed, with general risk assessment being supplemented by more 
focused, client-specific risk assessment as necessary. 

Similarly, the inpatient units generally offer residents a clean and safe 
living environment and the accommodation provided is generally in 
a domestic style. Some of  the units were, however, at the time of  the 
review visit, showing signs of  wear and tear to furnishings and décor. In 
some areas the accommodation is bare and institutional in appearance, 
but, it is acknowledged that this variation may be necessary, in some 
instances, to meet the particular needs of  diverse client groups. 
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While NHS Lothian reported limitations in availability of  storage space 
for furniture and equipment due to the physical layout of  the inpatient 
units, the review team agreed that staff  make the most of  the limited 
space available and that items appear to be appropriately stored, in the 
areas that were visited.

Privacy and Personalisation

All residents in the inpatient units have their own bedroom, although not 
everyone has an ensuite WC and bath and/or shower. Some residents 
have a key to their bedroom door: however, this is not the case in some 
of  the units, and often depends on individual capacity. While the review 
team considered the amount of  storage space available to each resident 
to be adequate, not everyone had a personal lockable storage space. 

Residents can bathe, shower and use the toilet in private as long as their 
personal risk assessment supports this. Similarly, all residents have their 
own personal toiletries which they do not share with others.

The scope for people to personalise their bedroom varies, and is 
dependent on individual capacity, based on risk assessment. Residents are 
actively encouraged to personalise their room within these constraints. 
All of  the bedrooms that the review team visited were personalised, to 
some extent, with people’s own belongings.

Daily Life

The opportunities available for adults with learning disabilities living in 
longer term inpatient accommodation in Lothian to participate in further 
education, vocational training and work vary between units. The review 
team considered the opportunities available to be limited. Similarly, the 
range of  leisure activities available both within and outwith the units is 
variable.

In the majority of  the units, catering for main meals comes from an 
external provider. While meals are delivered on a daily basis, residents 
have to choose what they would like in 3-weekly blocks. Local 
arrangements to prepare meals on site are in place in one of  the units. 
Residents indicated that the quality of  food available in that area is much 
better than in other areas.
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Quality Indicator 6: Planning Services and Partnership 
Working

Strategic Health Improvement and Needs Assessment

NHS Lothian has not undertaken an overarching health needs 
assessment for adults with learning disabilities living in the NHS Board 
area. Some localised pieces of  work have been carried out in parts of  the 
NHS Board area, and the review team saw evidence of  the outcomes, 
and information on the needs of  adults with learning disabilities from 
other sources, being used to inform various strategic plans. NHS Lothian 
reported that the joint learning disability strategic review, planned for 
2005, will incorporate an NHS Board-wide needs assessment exercise. 

For children and young people, the NHS Lothian strategic review of  
children’s and young people’s health and health services included a health 
needs assessment specific to children and young people with learning 
disabilities. 

In addition, the review team saw evidence of  a large amount of  work 
being undertaken to improve both equity of  access to services and social 
inclusion for children, young people and adults with learning disabilities.

Database Developments

There is no overarching NHS Board-wide electronic record of  the 
individual and collective health needs of  adults with learning disabilities 
in the NHS Lothian area. In practice, there is a range of  locally 
developed information capture and sharing systems in use across the 
four local authority areas, and NHS Lothian has plans to aggregate the 
information on a single database.

For children, the national Special Needs System is in use. This holds 
comprehensive information on children and young people with learning 
disabilities living in the NHS Board area.

Healthcare Planning

At the time of  the review visit, NHS Lothian did not have a strategic 
framework for learning disability services. A Lothian-wide joint learning 
disability strategic review was planned to commence in November 
2005 and some pieces of  work, which will inform this review, were 
under way at the time of  the review visit. NHS Lothian envisages that 
an interim report will be available in April 2006, with the final report 
expected by October 2006. Implementation is scheduled for October 
2007. In addition, a learning disability strategic planning group has 
been established. This group has clear lines of  accountability to the 
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NHS Board and local authority executive management, and has begun 
to provide a mechanism for cohesive planning between these two 
organisations.

There is an agreed child health strategy in place, which contains a 
detailed section on development of  services for children and young 
people with learning disabilities.

Example of a local initiative…

The Therapy Inclusion Project, based at the Royal Hospital for Sick 

Children, provides support to education staff working with children 

with special educational needs. The Therapy Inclusion team includes 

an occupational therapist, speech and language therapist and 

physiotherapist, as well as a project assistant. The team is available to 

provide advice about additional learning needs within a mainstream 

nursery or school setting.

NHS Lothian has undertaken a general organisation-wide training 
needs analysis, which has been used to inform an organisational training 
plan across services for both children and adults. An NHS Board-wide 
training needs analysis specific to the needs of  adults with learning 
disabilities has not been undertaken. For children and young people, the 
paediatric complex needs service has carried out some specific training 
needs analysis around learning disabilities. 

Partnership Working

NHS Lothian has local partnership agreements for each of  its local 
authority areas, which outline the agreed approach to joint working. 
These have been ratified by the NHS Board. While the review team 
agreed that these documents are robust, and take account of  national 
policies related to children and adults with learning disabilities, there is 
no overarching NHS Board-wide approach to joint working.

Formal multi-agency teams to undertake evaluation of  services have not 
been established in Lothian. While there was evidence of  some discrete 
joint evaluation activity across services for both children and adults, 
at the time of  the review visit this was not consistent across the NHS 
Board area and there was no formalised NHS Board-wide approach in 
place. 
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NHS Lothian has undertaken much work around protection of  
vulnerable adults and child protection, and has comprehensive inter-
agency policies in place, backed up by appropriate staff  training. The 
review team also highlighted the robust inter-agency monitoring, 
collation and sharing of  information related to the areas of  child 
protection and vulnerable adults. 

Example of a local initiative…

The care co-ordination model is currently being rolled out across the 

City of Edinburgh, East Lothian and Midlothian to assist with joint 

assessment and planning for children. The appointment of a full-time 

care co-ordination facilitator with administrative assistance has been 

achieved through funding from the Changing Children’s Services 

Fund. The key working model of practice involves compiling an  

inter-agency care plan with a named key worker for the child and 

their family. 
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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 Lothian

STATUS: Partially Developed (Adults’ Services) 

NHS Lothian has a framework for patient focus and public involvement in place. The framework does 
not refer specifically to people with learning disabilities, nor does it outline how adults with learning 
disabilities and their families will be involved in the planning and delivery of services. While some 
accessible information has been produced to inform the consultation process, the generic framework 
document is not available in an easy-read format. In practice, there are various groups in each of the 
local authority areas that input into both local planning and the development of Partnership in Practice 
(PiP) agreements. Involvement of adults with learning disabilities and carers in these planning groups 
varies across each of the areas, and some of the groups do not have any service user representatives. 
The review team saw evidence of adults with learning disabilities and carers being well supported, and 
having direct influence over development of services in the West Lothian Council area. There was little 
evidence of similar support or working involvement in the other local authority areas. 

Planning information was not widely available in accessible or easy-read formats at the time of the 
review visit. NHS Lothian reported that the Lothian Learning Disability Strategic Planning Group 
was beginning to look at making information more accessible. The review team highlighted the 
potential of the SMILE project, which was looking at enabling people to access information, mainly 
in electronic formats, and noted that this could be a useful mechanism to make planning information 
more accessible and available to service users. A co-ordinator for the SMILE project is due to be 
appointed in the near future.

STATUS: Partially Developed (Children’s Services) 

For children’s services, the NHS Board reported that there are opportunities for families of children 
with learning disabilities to be involved in the planning and delivery of services, and noted specific 
involvement of parents and carers in development of the Sunndach and Calareidh residential units. 
Families of children with learning disabilities in special schools have the opportunity to comment 
through parent representatives on the school boards. Though the review team found evidence that 
children and family carers are involved with individual care packages, the review team was unable to 
find clear evidence of involvement with planning of services.

3		 Detailed Findings against the Quality Indicators
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At the time of the review visit, children and young people were not represented on planning groups, 
and while family members were represented on planning groups, such as the Family Council, these are 
not specific to individuals with learning disabilities. The NHS Board reported that children and their 
carers within the East Lothian area are not involved in ongoing consultation processes, but that there 
is some limited ability to involve user/carer groups in consultations through the special educational 
needs forum. Some family carers who participated in the review indicated that they were unaware that 
they could inform the planning of services and expressed a wish to be more systematically involved at 
local and Lothian-wide planning levels. 

In relation to the use of good practice guidance, there was evidence that the NHS Board is working 
towards achieving compliance with the Designed to Involve initiative and that care co-ordination 
models are being pursued across the Lothian area.

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 Lothian

STATUS: Scarcely Developed (Adults’ Services) 

NHS Lothian does not have an NHS Board-wide user involvement strategy in place. There are written 
strategies in the City of Edinburgh and West Lothian Local Authority areas, and plans are in place to 
develop similar strategies in the East Lothian Council area. The strategies are not available in a range 
of accessible formats.

Person-centred plans (PCPs) have been developed for some adults with learning disabilities living 
across the Lothian area. Service users who met with the review team indicated that they are not 
involved in development or review of their plan, although the content would be shared with them if 
they asked. Similarly, carers indicated that while they are not involved in development of PCPs, they 
were invited to comment, and are involved in the review process. The number of family carers who 
met with the review team was relatively low, but those who participated in the review indicated that 
they had not been offered a carer’s assessment.

STATUS: Partially Developed (Children’s Services) 

The review team found evidence of several user involvement strategies, but these were not specific 
to children with learning disabilities. The review team also found evidence of PCPs in place whereby 
children and family carers are involved with the planning of their individual care packages. Children 
and their family carers are invited to attend all meetings where future plans are discussed, and the 
key worker will meet with families prior to such planning meetings to ensure the family has an 
opportunity to raise any relevant issues. However, it was unclear from the evidence provided that such 
systems are consistent across the NHS Board area.
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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 Lothian

STATUS: Partially Developed (Adults’ Services) 

NHS Lothian has a written policy on access to health records which is not available as an easy-read 
document. An NHS Board-wide information booklet, How To See Your Health Records, has also been 
developed, although again this is not generally available in formats that would be accessible to adults 
with learning disabilities. A range of other documentation related to confidentiality and accessing 
information is available across each of the local authority areas; the degree of accessibility of these 
documents is variable. The Health Rights Information Scotland (HRIS) nationally produced leaflets, 
Keeping Your Health Information Private, and Your Health Records, can also be used if appropriate.

NHS Lothian has a data protection policy in place. The policy is not available in any alternative 
formats, and does not specifically refer to the needs and rights of adults with learning disabilities. 
There is a division-wide data protection officer who can advise on application of data protection 
procedures with regard to information held about people with learning disabilities.

STATUS: Partially Developed (Children’s Services) 

NHS Lothian has a divisional policy on access to health records. However, the NHS Board reported 
that the policy is currently not available in a range of accessible formats suitable for children with 
learning disabilities. The review team noted that one leaflet on access to health records has been 
produced but has yet to be used NHS Board-wide. It was unclear from evidence provided whether 
there is a Lothian-wide system in place to address the issue of accessible formats.

NHS Lothian has a data protection officer available for advice. The NHS Board reported that 
staff have a high degree of awareness regarding data protection issues and that information sharing 
protocols have been developed. Both learning disability nurses and voluntary agencies provide support 
for children with learning disabilities to access information. However, it was unclear from the evidence 
provided if this is consistent across the whole of NHS Lothian.
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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 Lothian

STATUS: Substantially Developed (Adults’ Services) 

NHS Lothian does not have an NHS Board-wide approach to recording and management of 
complaints. There is a formal complaints policy and procedure in use across the primary care operating 
division. However, the policy and associated information are not available in formats that would 
make them accessible to all adults with learning disabilities. The community learning disability teams 
(CLDTs) in the West Lothian and City of Edinburgh Council areas have symbolised complaints 
leaflets that people can use. For acute services, the Going to Hospital booklet contains information on 
how to make a complaint, and nursing staff will assist people as necessary when they are in hospital. 
The learning disability liaison nursing service can also be used to support people who wish to make a 
complaint.

The review team was satisfied that, in practice, there are opportunities and support available for 
service users to make observations and raise issues and concerns. While there are regular forums 
within inpatient services where residents could discuss issues with staff, the inpatient service users who 
met with the review team appeared less aware of any formalised complaints procedures.

Some development work has been undertaken in NHS Lothian to assess service user and carer 
satisfaction with services. Several carer satisfaction surveys have been carried out and there are plans in 
place to develop service user-specific satisfaction questionnaires in some areas.

Management of complaints forms part of general induction training for all staff in NHS Lothian, and 
the review team was satisfied that staff are aware of the appropriate policies, systems and procedures. 
There are some centralised systems for recording information on complaints, and ongoing actions to 
address the issues raised. The review team saw evidence that complaints are monitored and dealt with 
appropriately.

STATUS: Partially Developed (Children’s Services) 

The generic NHS complaints procedure for hospital and community services is also in place for 
children’s services within NHS Lothian. However, the review team was unable to find evidence of 
information on the policy, procedure and systems being available in appropriate formats for children 
with learning disabilities and their family carers. Likewise, a freedom of expression policy is in place 
within NHS Lothian but it was unclear whether this is available in accessible formats.
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The NHS Board reported that the role of the learning disability nurse is to provide routine 
opportunities for children with learning disabilities and their family carers to express their views or 
any concerns they may have. Some support is also available from the charity Children First, which 
provides independent advocacy. However, the review team was unclear as to how consistent this is 
across the whole of the NHS Lothian area. 

In relation to user satisfaction surveys, the NHS Board reported that there is an exit questionnaire 
available to all patients at the point of discharge. However, user satisfaction surveys are not in use 
within the primary care setting. NHS Lothian has a formal system in place to ensure that appropriate 
actions follow from complaints, and it was reported that the division’s complaints officer has 
responsibility for this.

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 Lothian

STATUS: Partially Developed (Adults’ Services) 

NHS Lothian has a multi-agency independent advocacy plan for the period 2004–2007. The plan sets 
out how independent advocacy services for both children and adults in Lothian will be supported and 
developed over this 3-year period. Various, often marginalised, groups including people with learning 
and complex disabilities, carers, and ‘hidden’ groups, for example people with autistic spectrum 
disorder (ASD), are specifically mentioned within the plan. It also makes reference to how services will 
be developed to ensure that there is sufficient provision for people to access independent advocacy in 
line with the requirements of the Mental Health Act.

The joint health and social care programme manager has responsibility for all advocacy services 
commissioned by NHS Lothian and its partner agencies. The range of independent advocacy available 
includes self advocacy, citizen advocacy, crisis advocacy and collective advocacy. Many of the services 
provided are generic: however, some projects, namely People First (Scotland), Powerful Partnerships, 
Partners in Advocacy and ACE Advocacy, are specifically for adults with learning disabilities. Surging 
Ahead and Sticking Up For Your Rights also facilitate two independent self-advocacy groups for 
adults with learning disabilities in the area. While there is an active People First (Scotland) group in 
East Lothian, there is no statutorily funded independent advocacy provision specifically for adults 
with learning disabilities. The commissioning process for such a service had, however, commenced 
at the time of the review visit, and several tenders had been submitted. The review team agreed that 
there is a good range of independent advocacy available. However, because of various issues including 
availability of funding and difficulties with recruitment and retention of staff, services are not always 
as widely available, or as easy to access, as they could be. Some specific independent advocacy for 
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parents and family carers of people with learning disabilities is available, although the majority of this 
is broad-based. There was no specific advocacy support for siblings of people with learning disabilities 
at the time of the review visit.

Monitoring and evaluation of the advocacy services forms part of the ongoing review process outlined 
in the Lothian Independent Advocacy Action Plan, and NHS Lothian reported that services would be 
reviewed on a 3-yearly basis. The review team did not see evidence of a consistent working approach to 
evaluation of services, and while the Advocacy Safeguards Agency (ASA) also has a remit to evaluate, it 
had not undertaken any evaluation work in Lothian at the time of the review visit.

STATUS: Partially Developed (Children’s Services) 

NHS Lothian has an independent advocacy action plan in place for the period 2004–2007 and 
advocacy services are commissioned with partner organisations. However, the review team noted 
that the provision of the range of advocacy services for children with learning disabilities is variable 
across the NHS Board area, and across inpatient and community settings. The NHS Board reported 
that Children First provides advocacy services on an ad hoc basis and that the care co-ordination key 
worker also has a supportive role. However, this service is not specific to children with a learning 
disability. In addition, the review team noted that the East Lothian area is currently lacking a range of 
advocacy services. With regard to the monitoring and evaluation of advocacy services, the NHS Board 
reported that this is currently not carried out. During the review visit, some family carers suggested 
that access to advocacy services is often dependent on families being proactive in seeking out such 
services.

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 Lothian

STATUS: Partially Developed (Adults’ Services) 

At the time of the review visit, there was no formalised overarching staff training programme on the 
role of independent advocacy. NHS Lothian reported that some training had been delivered in the 
past to staff working within primary care. There had also been good training delivered by Powerful 
Partnerships for staff in Gogarburn Hospital, Edinburgh in preparation for closure of the hospital. 
Similarly, adults with learning disabilities who were previously resident in Gogarburn Hospital were 
well supported to access independent advocacy during the hospital closure programme. At the time 
of the review visit there was no training available for staff in general acute services on the role of 
independent advocacy. An advocacy awareness group has been established part of the remit of this 
group is to develop an education programme. 
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There is provision for advocates and their partners to meet privately and the review team was satisfied 
that this happens as a matter of course in both general acute hospitals and within learning disability-
specific residential settings. Advocates can raise issues of concern with any member of staff or through 
the patient liaison service. Representatives from advocacy providers who met with the review team 
noted that any issues raised are generally dealt with satisfactorily. 

There is protocol for referrals to independent advocacy services, but this is only applicable to primary 
care. Among staff who met with the review team, there was variation in awareness of how to refer 
and/or assist people to access an independent advocate.

STATUS: Scarcely Developed (Children’s Services) 

For children’s services, NHS Lothian reported that there are currently no ongoing training 
programmes for NHS staff on the role of independent advocacy. While there is a draft information 
leaflet for staff on advocacy, the review team was unclear whether the NHS Board has any future 
plans to provide training. The review team noted that Children First leaflets about advocacy services 
are aimed at carers and are not in accessible formats for children and young people with learning 
disabilities.
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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 Lothian

STATUS: Substantially Developed (Adults’ Services) 

The review team agreed that functional integration of specialist services for adults with learning 
disabilities and general health services is good across NHS Lothian. There is an established learning 
disability liaison service with two substantive specialist nurses in post. These posts have robust links 
into all of the acute hospitals across the NHS Board area. The liaison nurses also link into services 
that are delivered by primary care. The links between specialist learning disability and general primary 
care services appeared to be less developed at the time of the review visit, although in the Midlothian 
Council area a GP is part of the CLDT. NHS Lothian is progressing proposals to further develop the 
liaison service to ensure that all areas of the NHS Board are comprehensively covered.

The liaison service provides the primary co-ordinating role for joint care planning and joint case 
review between general and specialist health services, and the review team noted that this appears 
to work well. General hospital staff, the multidisciplinary CLDTs, family carers and other agencies 
are routinely involved in care planning as appropriate. Regular involvement of primary care service 
providers in care planning and review again appears variable. 

There is a good range of specialist services in place across NHS Lothian for adults with learning 
disabilities: The review team was satisfied that family carers, and other agencies, can easily seek 
advice and information from them, and this service is actively promoted. In most cases, requests for 
advice would be actioned immediately, although issues with staffing levels in areas such as speech and 
language therapy (SALT), dietetics and learning disability nursing mean that a member of specialist 
staff may not always be available immediately to deal with a request. Family carers and other agencies 
can refer directly to the learning disability liaison service if necessary, for specialist advice.

STATUS: Substantially Developed (Children’s Services) 

For children’s services, the review team noted good functional integration of specialised and general 
health services, with evidence of joint care planning and joint clinical review between general and 
specialised services. The NHS Board reported that children with learning disabilities are initially 
identified through the child health surveillance system, with further assessment and evaluations 
undertaken in conjunction with education and social work colleagues. The review team acknowledged 
the good functional integration at operational level within the West Lothian area. 

In relation to access to specialist advice by families and other agencies, there are systems in place to 
support this through direct contact with the learning disabilities team, and through mediation support 
from voluntary organisations such as the Special Needs Information Point (SNIP) based at the Royal 
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Hospital for Sick Children (RHSC), Edinburgh. The review team noted the work of the care co-
ordination process as an example of good practice. In addition, many of the current NHS Board-wide 
projects are aimed at improving integration at the service delivery level. However, the review team 
noted that some areas of good practice are dependent on short-term funding, and that NHS Lothian 
will need to consider future plans for transferring such good work from short-term to core funding.

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 Adults’ learning disability services and Adults’ to older people’s services. This 

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

NHS Lothian

STATUS: Partially Developed (Adults’ Services) 

NHS Lothian has a transition service for young people with complex needs. Staff within the service 
have responsibility for planning and co-ordination of the transition to adults’ learning disability 
services for this group of young people. The service has developed some therapy-specific policies 
to support transition, and there is ongoing liaison with the transition group at the RHSC to develop 
further policies and protocols. At the time of the review visit, there was no overarching policy or 
protocol in place that would support the transition of any young person with a learning disability, 
regardless of the complexity of their needs, to adults’ services, although there has been some work in 
each of the local authority areas to begin to develop such protocols.

Feedback from staff who met with the review team indicated that, in practice, age-related transitions 
for some individuals are more successful than for others. The uni-professional transitions that are 
supported by protocols appeared to be robust. Similarly, in cases presented to the review team, where 
the community learning disability nurses have been involved, the process was found to have worked 
well. The single shared assessment (SSA) is the mechanism for communication between services and 
agencies. At the time of the review visit, SSAs were not being used routinely across the NHS Board 
area for all people with learning disabilities. 

There is no formalised protocol for the transition of adults with learning disabilities to older people’s 
services. In practice, there are informal mechanisms in place which were found to work well in some 
areas. The review team highlighted the good links with a consultant geriatrician at the Royal Victoria 
Hospital, Edinburgh who has a special interest in older people with learning disabilities. The learning 
disabilities liaison nurses also communicate with older people’s services if adults with learning 
disabilities over the age of 65 are being transferred between acute hospitals.
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STATUS: Substantially Developed (Children’s Services) 

The review team found comprehensively developed transition pathways across the Lothian area in 
relation to the pre-school to school transition. The NHS Board reported that nursery to primary 
school transitions occur through educational planning meetings, with the involvement of staff 
from health, social work and voluntary agencies as appropriate. In addition, the NHS Board uses 
information from the national Special Needs System to facilitate the transition process. Similarly, the 
review team found evidence of transitions from primary to secondary school being well supported and 
developed. The review team found evidence of agreed policies across the Lothian area that facilitate 
the management of health care procedures within non-health settings. At the time of the review visit, 
the review team noted that resources available within children’s services were not necessarily present 
within the corresponding adults’ services, and that this would have an effect on the transition process 
from children’s to adults’ services. The review team commended the thorough preparatory work which 
had been undertaken to identify issues relating to transition pathways to adults’ services and which 
provides a basis for future service development. Specific and individualised care pathways have been 
developed by health professionals to allow the smooth transition from children’s to adults’ services and 
this is undertaken in conjunction with the transition co-ordinator.

While the learning disability nurses were recognised by the review team as the key link throughout 
transition processes, the review team was unsure whether this role was supported adequately to enable 
the provision of resources in a consistent manner. In relation to co-ordinated support plans and 
transition assessments, all health professionals involved with the care of the individual will contribute 
to these, though the NHS Board reported that this process has yet to be formalised.

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 Lothian

STATUS: Partially Developed (Adults’ Services) 

Some policies and protocols are in place, including a multi-agency pathway, to support transitions 
within and between services for adults with learning disabilities. In practice, the well-developed 
learning disability liaison service is a major contributor to continuity of general and specialist health 
services as adults with learning disabilities move between services. An information sharing protocol 
is also in place, which outlines how and when information should be shared and exchanged between 
services. The review team saw evidence of good information sharing at service delivery level. 

Information, mainly in leaflet form, together with support, is available to people and their families to 
help them prepare for the various service transitions. However, there was no overarching strategy for 
provision of this information in place at the time of the review visit, and the review team noted that 
development in this area appeared variable across the NHS Board area.
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Continuity of provision of specialist aids and equipment is an issue in Lothian, particularly for young 
people moving into adults’ services. While there are joint equipment stores in both West Lothian and 
Edinburgh, some people have to wait significant lengths of time before they are provided with the 
specialist aids and equipment that they require.

STATUS: Substantially Developed (Children’s Services) 

For children’s services, transitions between services are supported by a multi-agency pathway used by 
the transition team, and the review team commended the continuity of healthcare in service transitions 
at local level. In addition, the review team noted that communication between services with regard 
to the sharing and exchange of information was aided by the care co-ordination process. While the 
integrated assessment framework pilot conducted within West Lothian should also assist with multi-
agency working and communication, it was unclear from the evidence provided when this pilot work 
would be introduced formally.

In relation to the availability of information and support to families during various transitions, the 
NHS Board reported that health, social work and education staff provide this service in the first 
instance, with organisations such as SNIP and Signpost providing additional relevant information. 
The review team noted that money had been obtained from the Changing Children’s Services fund 
for an initiative intended to develop a joint inter-agency pathway, and this was ensuring continuity 
of provision of aids and equipment for children with learning disabilities. The NHS Board reported 
that there was agreement for further money from the Changing Children’s Services fund that would 
continue the work of a joint equipment store for the whole of the Lothian area.

Quality Indicator Statement 4.4
Specialist Services: Children with learning disabilities have access to specialist multidisciplinary/multi-agency 

community services.

NHS Lothian

STATUS: Substantially Developed (Children’s Services) 

For children’s services, the review team noted good early diagnostic services at the child development 
centre (CDC) based at the Beatlie Campus, West Lothian, with evidence of good multidisciplinary 
working with secondary and tertiary services. A consultant paediatrician based within the CDC 
provides multi-professional clinics for children under 5 years of age. The NHS Board reported that 
there are currently no CDCs in the rest of the Lothian area, but there are a variety of consultant-led 
locality clinics. In addition, ‘virtual’ centres are in existence outwith the West Lothian area to ensure 
that co-ordination of early diagnostic services is Lothian-wide.
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The NHS Board reported that there is a range of paediatric clinical services available to children with 
learning disabilities. However, the review team noted that some were providing a limited service due to 
resource issues. In relation to health services contributing to local area co-ordination for children and 
young people, the NHS Board reported that a post is being developed and the review team noted that 
the community therapies redesign project provides co-ordination in relation to education services.

Quality Indicator Statement 4.5
Specialist Services: Adults with learning disabilities have access to specialist multidisciplinary/multi-agency 

community services.

NHS Lothian

STATUS: Partially Developed (Adults’ Services) 

There are eight CLDTs across NHS Lothian. Five of these are in the City of Edinburgh Council 
area, and the other three provide services for children and adults with learning disabilities in the 
Midlothian, West Lothian and East Lothian Local Authority areas respectively. All of the CLDTs 
are multidisciplinary, and the review team agreed that the teams provide a good range of assessment, 
intervention and support. There are variable waiting times for the majority of services and the review 
team was informed of particular issues with regard to accessing dietetics and specialist learning 
disability nursing services.

Arrangements for joint working across the NHS Board area are variable, with the CLDT in East 
Lothian being the only team that has a formalised joint working structure with social work. Feedback 
from staff who met with the review team indicated that, at service delivery level, this integrated 
approach functions effectively. At the time of the review visit, the Joint Future planning groups in 
Lothian were looking at development of integrated teams in the other local authority areas. 

SSAs are used in all of the local authority areas except West Lothian. In practice, the extent of their 
use varies across the different areas and teams and, at best, appears to be variable. Staff who met with 
the review team noted that a lack of management direction on use of SSAs contributed to this local 
variation. 

There is good liaison between homelessness services and specialist services for people with learning 
disabilities in Lothian. People with learning disabilities who present at community-based hostels for 
the homeless are routinely referred to the CLDTs, and the learning disability liaison nurses are in close 
contact with the generic homelessness service.
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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 Lothian

STATUS: Substantially Developed (Adults’ Services) 

A good range of specialist assessments and services for adults with complex needs, in both the 
community and inpatient services, is available within NHS Lothian. The review team noted some 
examples of innovative practice, such as the special needs audiology clinic: however, this and some 
of the other specialist services are only available in certain localities, not consistently across the NHS 
Board area. Whilst availability of dietetics in the community was previously noted as a challenge, 
the good provision of dietetic support to inpatient services for adults with learning disabilities was 
highlighted by the review team. There is also good evidence of collaboration between specialist and 
mainstream practice, with staff from the learning disability service, in particular the liaison nurses, 
outreaching and sharing knowledge and expertise with staff in generic services used by adults with 
complex needs. Similarly, the liaison nurses support people to access the necessary clinics. Again, there 
are waiting times for the majority of specialist assessments and these are variable.

NHS Lothian has invested significantly in managed care networks, and managed clinical networks 
(MCNs). There is a well-established learning disability-specific managed care network in place which 
covers NHS Lothian, NHS Borders, NHS Fife, and NHS Forth Valley. NHS Lothian is part of the 
South-East Scotland MCN for Epilepsy and the National Forensic Managed Care Network.

STATUS: Substantially Developed (Children’s Services) 

For children’s services, the review team found a good range of specialist assessment and services in 
place locally to support children with complex needs. This is provided by the national Special Needs 
System via the CDC and community child health team. Specialist assessments are available for complex 
health needs, including ASD, mental health and epilepsy. However, evidence provided during the 
review visit suggested that there may be an over-reliance on short-term funding for such services.
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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 Lothian

STATUS: Substantially Developed (Adults’ Services) 

At the time of the review visit, the learning disabilities managed care network was undertaking a 
scoping exercise which would begin to look at the individual and collective needs of children and 
adults with challenging behaviour across the NHS Board area. There is an established challenging 
behaviour team, which was commissioned to support service users with challenging behaviour, as 
far as possible, in the community, and to minimise the necessity for hospital admissions. The team 
comprises nursing, clinical psychology and allied health professions (AHP) staff with experience in the 
area of challenging behaviour; there is specialist psychiatry input to the team as necessary. At the time 
of the review visit, the team was not multi-agency, and there were no jointly commissioned services 
solely for adults with learning disabilities who also have challenging behaviour. 

All NHS Lothian hospital staff receive generic training in management of violence and aggression, 
as part of their induction. NHS Lothian has invested significantly in specialist training for the 
members of the challenging behaviour team, and for the liaison nurses. The challenging behaviour 
team members provide training for staff from other disciplines, within both inpatient and community 
settings, and NHS Lothian reported the uptake of this training has been good to date. Similarly, the 
review team found good availability, and uptake, of training in management of challenging behaviour 
for support staff working in adult training centres. The training is delivered jointly by staff from the 
challenging behaviour team, CLDT and inpatient services.

While the CLDTs and the challenging behaviour team can provide support to family carers, there 
are no formal mechanisms for either offering or accessing this support and difficulties with engaging 
carers was highlighted. Similarly, there is no formal mechanism for provision of training to staff from 
private provider organisations who are supporting adults with learning disabilities in the community.

There is no formal, community-based crisis intervention service or out-of-hours service in place, 
to respond to episodes of challenging behaviour that may arise. There is some capacity within the 
challenging behaviour team to provide these services, but there was no systematic approach, and 
coverage and capacity were inconsistent, at the time of the review visit.

The challenging behaviour team aims to minimise inpatient admissions as a result of challenging 
behaviour, and the intention is that inpatient services provide short-term assessment and treatment 
for cases that require admission. However, at the time of the review visit, the review team noted that 
the capacity for short-term assessment and treatment was being compromised by the levels of delayed 
discharges from the inpatient units.
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STATUS: Substantially Developed (Children’s Services) 

At the time of the review visit, the NHS Board reported that a specific needs assessment has been 
carried out prior to the development of a jointly commissioned NCH facility for children with 
challenging behaviour. The NCH project is a jointly commissioned service in the form of a 6-bedded 
unit, while there is also an out-of-area residential placement available. 

Community-based crisis and planned assessment services are provided by the community learning 
disability nurse and the child and adolescent mental health service (CAMHS). However the review 
team agreed that further development of the CAMHS would ensure that effective filtering was taking 
place.

For children’s services, while the NHS Board reported that health can provide specific professional 
training to staff working with children with challenging behaviour, the review team only found 
evidence of fragmented training opportunities available.

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 Lothian

STATUS: Substantially Developed (Adults’ Services) 

The review team saw evidence of a wide range of training in management of challenging and 
aggressive behaviour, of varying levels of specificity, available for staff. NHS Lothian has adopted the 
Institute for Applied Behavioural Analysis (IABA) assessment and treatment model, which promotes 
a positive programming approach to management of challenging behaviour. This approach forms the 
basis of a care pathway for individuals with challenging behaviour, which includes an audit function. 
While use of the care pathway is subject to audit, the review team noted that the resulting data show 
that actual usage is patchy across the NHS Board area.

Speech and language therapy is an integral part of all CLDTs, and is available within inpatient 
settings. The review team found good evidence of identification of communication needs as an 
underlying cause of challenging behaviour, and was satisfied that there is a high level of awareness of 
communication issues among staff. In addition, the liaison nurses contribute to training in approaches 
that reduce the probability of future episodes of challenging behaviour, and the cognitive behavioural 
therapists and art therapists offer well-regarded training for staff in this area.








































































