Discussion document

Learning Disabilities Health Needs Assessment

Project Plan 
1. Introduction 

This paper sets out a framework for undertaking a health needs assessment for adults with learning disabilities (inclusive of those with Autistic Spectrum Disorder) in Orkney.  This paper is divided into four sections and begins by setting out the main terms of reference.  The aims and objectives of the health needs assessment are then presented.  An outline of the proposed framework comprising 4 stages follows, including the methods applied to each stage.  This paper concludes with a work plan and preliminary timescales. 
The overall health needs assessment compliments the recent QIS review (April 2009).  Two separate, more focused needs assessments will follow exploring the provision of psychology services and the health needs of children and young people. 

1.1
Definitions

As a process, health needs assessment is about making value judgments.  In order to be clear about the focus, purpose and scope of this health needs assessment the following definitions of learning disability, health and needs assessment have been adopted.  The rationale applied to each of the proposed steps in the process is presented in subsequent sections.

Learning Disabilities:  The definition of learning disabilities applied to this health needs assessment is taken from The same as you?  A review of services for people with learning disabilities (Scottish Executive 2000) and is as follows:

People with learning disabilities have a significant, lifelong condition that started before adulthood, that affected their development and means they need help to:

· understand information;

· learn new skills; and 

· cope independently.
This definition has been adopted by a range of policy documents developed by the Scottish Government specific to those with learning disabilities, and is widely recognised and understood.

Health: The definition of health applied to this health needs assessment is the one set out by the World Health Organisation (WHO) in 1948 which focused on health as state of complete physical, mental and social well-being and not just the absence of disease and illness.  This definition recognises the impact of the wider social determinants of health and suggests that a health needs assessment should not focus solely on people’s need for specialist services, although this is a concern.  This definition supports the use of a social rather than a medical model of health.
Needs Assessment: The needs assessment process is about systematically exploring how things are and how they should be.  The focus of a needs assessment is identifying the gaps in services, not the solutions; it is important to distinguish between the two. In practice they may become confused.  The term ‘need’ is used as a noun and refers to perceived problems or how things are now, for example high morbidity rates in those with learning disabilities in comparison to the general population.    Used as a verb the term ‘need’ suggest what needs to happen in order to address the problem for example, individuals with learning disabilities need access to appropriate health care, i.e. how things should be.  It is important to look more closely at the problem before moving to the solution in order to ensure the solution is appropriate, feasible and acceptable.  
This proposed health needs assessment will be broad in focus and adopt a holistic definition of need.  Adopting an inclusive approach to health needs assessment can have wider benefits such as raising awareness, building commitment to action, increasing communication, support networking between organisations and better coordination of services.
2. Aim and objectives

Aims

The overall aim of the health needs assessment is to identify and explore areas of need in order to inform and support the development of services appropriate to addressing the needs of adults with learning disabilities in Orkney. 
Objectives
In order to meet the overall aim the following objectives have been identified 
· Develop a profile of those with learning disabilities

· Map out existing service provision 

· Assess the acceptability, accessibility of services to service users and their carers and identify areas of need
· Explore perceptions of need  from the perspective of service providers
Based on the findings of the health needs assessment a number of recommendations will be made which will support the process of service redesign.  The findings will also inform the content of training programmes.
In order to meet the stated aims and objectives a framework has been developed which comprises four steps.  The framework is now described and the methods appropriate to each step presented.
3.
Framework and methods 

The framework and methods applied to the health needs assessment process support a systematic, inclusive and robust approach. 

3.1 Overall rationale applied to the framework
This framework affords the opportunity to look at the concept of need from a number of perspectives.  Identifying multiple viewpoints prevents one voice from dominating.  Adopting this systematic and inclusive approach promotes a wider understanding of what is going on and as a consequence has the potential to facilitate resolution of seemingly conflicting or contradictory standpoints.    

The suggested methods are appropriate to the objective of each step and comprise a mixture of quantitative and qualitative approaches.  While a technical approach will be applied to the development of a population profile and the process of service mapping, the underlying ethos is one of participation.   Adopting a participatory approach to identifying need can encourage local ownership and support the process of change.  Qualitative approaches to data generation support this ethos especially when participants are able to express their views and experiences directly.  Individual face to face interviews and other group processes give participants the opportunity to recount their experiences in more depth than a questionnaire.  These methods also afford the researcher and participants the opportunity to seek clarification when necessary, minimising the potential for misinterpretation.  However, the availability of resources and timescales are also need to be considered.

The findings from each of the four steps will provide an individual stand alone report which should link into different strands of the wider work of the Community Health and Social Care Partnership, for example the Equality and Diversity agenda and Public Partnership work.   Considered collectively the findings from the integrated data will support the development of policies, procedures and training within the health care setting focused on needs of those with learning disabilities and if appropriate, the redesign of some areas of service provision.  This is based on the premise that given the small numbers of individuals with learning disabilities in Orkney and the close working relationship between health and social care services, the preferred model of service delivery may require a model of care which is less dependent on the levels of specialist health care provision found in larger Health Board areas.  While recognising that individuals with learning disabilities have specific needs and those working in the field of learning disabilities employ a particular skills set, those skills are not necessarily specific to one health care discipline or service provider.  This health needs assessment will go some way to shaping the model of care appropriate to the needs of those with learning disabilities living in Orkney.  

3.2
The framework

3.2.1.
Step 1:  Population profile 
Rationale: Developing a population profile (as far as is possible) provides a description of the size of the adult population of people in Orkney with learning disabilities.  Other characteristics or trends may also be identified. This information will contribute to assessing the potential level of services required.

Data source: Locally sourced readily available data, for example GP Practices participating in the Enhanced Service scheme, local authority data and the local register.  However, local data may be incomplete necessitating a pragmatic approach looking at wider trends across Scotland and extrapolating data from national statistics, for example The Scottish Health Needs Assessment report: People with learning disabilities in Scotland (Scottish Executive 2004).
Method applied: Liaise with Ken Black from Public Health services, Michelle Manzie Primary Care Manager, Derek Aiken Service Manager Lifelong Disabilities and others as identified
Questions asked/areas to be explored:  

· Age
· Extent of Learning Disability, 

· How many practices engaged in the Enhanced Services?
· Health status, if known, 

· Lifestyle issues, for example, smoking, exercise and diet.  

· Life circumstances for example housing, 

· Numbers who attend day services and 

· Levels of support required  
Step 2: Mapping service provision and access to services 
Rationale:  Scoping existing services allows us to develop a baseline on local services and patterns.  This exercise can also help to identify areas of good practice that can be built on as well as any gaps, modifications or changes which need to be addressed when considered alongside the population profile and the areas of need identified by both service users and carers and staff from across the different agencies.
Data source:  Service providers from across the statutory and voluntary sectors as well as local policy documents and protocols.

Method applied: A questionnaire or perhaps a questionnaire and individual interviews.  This aspect of the health needs assessment will link into the work being carried out by Marie O’Sullivan with the Survey Monkey survey re staff awareness.  

A five-tiered model of care could be used to record service provision.  This model was adopted by Health Scotland (2004) when mapping services for people with learning disabilities across Scotland.  The tiered model provides a flexible and visual framework for mapping the different levels of services provided by the different organisations; it also provides a useful structure for developing an integrated pathway and the associated component parts.  Adopting this model may also allow comparisons with other geographical areas.

	Tier 0
	Community resources and supports, housing and support packages, education and learning, employment, public health initiatives and policy development. 

	Tier 1
	Primary health care services, directly accessed services and their supporting services and paid and family carers.

	Tier 2
	Generic secondary (outpatient and inpatient and tertiary services) health services accessed via primary care services, and their supporting services and paid and family carers.

	Tier 3
	Specialist learning disabilities services provided by Local Authorities, NHS Scotland, and the independent sector, and paid and family carers in support of these.

	Tier 4
	Supra-specialist (tertiary) learning disabilities services provided by Local Authorities, NHS Scotland, and the independent sector, and paid and family carers in support of these.


Table 1: A five-tiered model of health care (Health Scotland 2004)
Health Scotland (2004) have identified areas of Best Practice across Scotland in relation to each of the five tiers 

Questions asked/areas to be explored:   

· What services exist?

· Who provides what services and to what level?

· How are services funded?

· Who uses the services?

· Method of access? 

· What is the perceived need and future aspirations?

Step 3: The views and experiences of those using services and their carers 

Rationale: The views and experiences of those using the services will provide some insight as to how accessible and acceptable existing services are, do they meet perceived need and are there any areas for improvement/change.  This exercise should highlight any barriers faced by people with learning disabilities in Orkney which impacts on their health and wellbeing.  The views of those using the service should be central to service provision (Scottish Executive Health Department 2001).
Data source: Service users and their carers, recognising that carers may have separate needs/ideas/issues. 

Method applied: Qualitative approaches.  Individual interviews with service users and groups where appropriate, for example carers support groups.  Look at any complaints/comments made by service users to service providers, satisfaction surveys, readily available grey literature aimed at assessing need (local research that has already been undertaken) etc.  
Various resources to support user and carer involvement are available, for example It’s our health service: a guide to involvement (NHS QIS Scotland 2005).  There is a good questionnaire aimed at Carers in this resource pack which has space for written comments.  It may be appropriate to do a few case studies. 
Liaise with Annabel Eltome re public participation as well as advocates for those with learning disabilities and others as identified.
Questions asked/areas to be explored: An interview guide could cover the broad areas set out below although it would be important to be flexible and listen to people’s stories. 

· Do you get the help you need?
· Is there any help you would like to get that you do not get now?
· Do people listen to what you say?

· Do you decide what you want to do with your day?

· Do you get information about staying healthy?

· Do you find it easy to stay healthy?

· Is there anything you would like to say?

Step 4: Areas of perceived need from the perspectives of service providers from the voluntary and statutory sectors

Rationale: Service providers will be able to identify areas of need specific to their client group and may identify creative ways of addressing these needs which others outwith their particular area of care may not have considered.
Data source: Information from organisations such as Enable, Advocacy Orkney, The Independent Living Initiative, GPs, community nurses, social care staff, allied health professionals, social work managers, psychologists and psychiatry.
Method applied/approach taken: A qualitative approach will be applied including individual interviews or nominal group technique (modified) in order to prioritise need.  Also adopting an opportunistic approach, for example collating information from meetings, where areas of concern relating to people with learning disabilities are discussed.   
Questions asked/areas to be explored: 

· Within the context of the area you work in and the client group you work with, what do you think are the main health needs of people with learning disabilities? (Focus on problems rather than solutions) 

· What are the key issues for service providers in meeting those needs?

· What do you see as the way forward?

· How are users and cares involved in the planning and delivery of your service?
· Any comments/questions 
4.
Suggested format for the final report

The final report will comprise three sections. Section one will be an introduction with a summary of the aims, objectives.  Section two will outline the key findings from each of the four steps of the health needs assessment process.  Section three will present a discussion based on these findings and make recommendations.  Appendix 1 will provide an account of the proposal.  The population profile will be set out in Appendix 2.  Appendix 3 will contain the findings from mapping the services framed within the five-tier model.  Appendices 4 and 5 will provide full accounts of the consultation exercises with service users and their carers and service providers.

Discussion points
· Separate but linked to the psychology services and a health needs assessment for children – first two stages of the overall needs assessment could be done straight away setting the context for global and focused health needs assessment processes

· Adults/children/all

· Involvement of individuals/families from the isles – travel, cost, time

· Individual interviews with service users and carers – QIS has a good template for a questionnaire for carers which may need modified slightly

· Individual interviews with service providers/Nominal groups (prioritisation exercise) 

· Resources, for example time

· Wait until Information and Engagement officer is in post?  

· Confidentiality

· Informed consent 

· Suitable support for those with learning disabilities so they can take part – could include adapted/specially developed materials.  Make links with The Scottish Consortium for learning disabilities

· Does this have to go through the ethics committee?  Consultation with the Caldecott Guardian would clarify this

To be developed and agreed

· An ethically sound approach to identifying and accessing potential participants

· An agreed sampling process if not all

· An information sheet for potential participants

· Letters of invitation to both people with learning disabilities and their carers as well as service providers

· Consent form or other means of recording consent as appropriate

· Data storage inclusive of personal contact details
Action plan and timescale for the Health Needs Assessment (Adults with learning disabilities)

This timetable may be subject to alterations given the nature of the work e.g. finding times when people can attend group discussion, potential participants being out when you call, slow response times to questionnaires.   Extra time may also be required if ethical approval needs to be obtained.   Other work which may run concurrently with the health needs assessment will have some bearing on the timetable.

	2010
	Activity 

	January 


	·  Look at service provision in Aberdeen including psychology services and dementia services for those with learning disabilities. 

· Develop a data base of contacts (service providers).
· Begin to meet with service providers to introduce myself and talk about work.  Begin to map services and identifying need.  

· Begin to explore and map out other areas of work identified in the QIS review.


	February 
	· Begin working on population profile.
· Begin planning carers’ consultation exercise, identifying potential participants.  Draw on materials set out in the It’s out health service - a guide to involvement (NHS QIS 2005).
· Look for areas who have done it before also explore what has happened locally. 
· Continue to meet with service providers/also those that I need to link into re other aspects of the role e.g. training  Need to establish close links with the Primary Care manager re access to Practice data.


	March 


	· Consultation with service providers – may be a series of nominal groups (modified) and continue mapping services.


	April


	· Begin user consultation process, identify participants, explore different tools and liaise with the Scottish Centre for Learning Disabilities around user involvement also local advocacy service. Draw on material provided by NHS QIS (2005).  May include a questionnaire for carers.

· Consultation with service providers may still be ongoing.



	May


	· User/Carer consultation. 

	June


	· User/Carer consultation.

	July


	· Analysis and report writing plus start work on HNA for Children using format for HNA (adults) as a template.

	August


	· Analysis and report writing plus start work on HNA for children 

	September
	· Final report on NHA (adults) and plan next steps, for example training programme  
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