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Adults with Profound and Multiple Learning Disabilities (PMLD)

Person Centred Pathway of Care

Trust Information
Tees, Esk and Wear Valleys NHS Trust was formed on April 1, 2006 following the merger of the highly successful Tees and North East Yorkshire NHS Trust and County Durham and Darlington Priority Services NHS Trust.
It supports the 1.4 million people living in County Durham, the Tees Valley and North East Yorkshire with a range of mental health, learning disability and addictive behaviour services.
It provides:
· Mental health and learning disability services in County Durham, Darlington, Hartlepool, Stockton, Middlesbrough, and Redcar & Cleveland local authority areas
· Mental health and addictive behaviour services in North East Yorkshire, which includes Scarborough, Whitby and Ryedale
· Addictive behaviour services in County Durham, Darlington, Stockton, Redcar & Cleveland and Easington
· Some specialist mental health and learning disability services to other parts of northern England.
With an annual income of almost £200m Tees, Esk and Wear Valleys NHS Trust employs about 5,000 staff, who work from over 200 sites across three counties.
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1.  Executive Summary

This document outlines the Profound and Multiple Learning Disabilities (PMLD) Person Centred Pathway of Care.  The aims and objectives of the pathway are described, in addition to the local and national context within which it has been developed.  The pathway itself and the associated assessment documentation are described and explained.  Clinical governance arrangements for the pathway are also outlined.  

2. Introduction

2.1  What are Profound and Multiple Learning Disabilities?

There are several definitions available of Profound and Multiple Learning Disabilities (PMLD).  It is important to provide a clear definition so as to facilitate the development of focussed services, whilst also creating a dialogue within and between services regarding the development and sharing of good practice. 

The definition adopted by the PMLD Person Centred Pathway is as follows:

Profound and multiple learning disability (PMLD) is defined as:

· Profound intellectual impairment.  This means that the person will be severely limited in their ability to understand or comply with requests or instructions.

· Most such individuals are immobile or severely restricted in mobility, incontinent, and capable at most of only very rudimentary forms of non-verbal communication.  They possess little or no ability to care for their own basic needs, and require constant help and supervision (From World Health Organisation, WHO, 1992).

This definition is useful as it emphasises the functional aspects of PMLD and the need for constant help and support.  However, the WHO definition also includes reference to IQ of under 20.  This aspect of the definition has not been included as in practice this is impossible to measure formally.

Children and adults with Profound and Multiple Learning Disabilities (PMLD) are amongst the most marginalised people in society.  They also have some of the highest support needs and are heavily reliant on services (PMLD Network, 2002).

2.2. How many people are there with PMLD?

Because of differences in terminology, it is difficult to ascertain a reasonable estimate of the numbers of people with PMLD in the UK.  It has been estimated that in England and Wales in 1985 there are approximately 25,000 children and adults with PMLD; with this increasing to an estimate of 40,000 today (MENCAP, 2001).  

If we were to apply this estimate to the area served by Tees and North East Yorkshire (TNEY) NHS Trust, the number of children and adults with PMLD in our area would be 332.  Gaining a more accurate picture of the number of adults with PMLD in the area or who are in contact with our services has not been possible, as there is currently no accurate recording method available within current information systems.  

2.3 The PMLD Clinical Development Group

The Clinical Development Group for Adults with Profound and Multiple Learning Disabilities was established in November 2004.  It consists of practitioners from TNEY NHS Trust, local PCTs and a senior Lecturer from the University of Teesside.  Group members have expertise and a specialist interest in working with this client group.  The group meets bi-monthly.  

3.  National Context and Evidence Base

3.1 ‘Valuing People’

The Learning Disabilities White Paper, ‘Valuing People’ contains recommendations regarding the role of specialist learning disability services (Department of Health, 2001).  It proposes that teams need to refocus their work to give greater emphasis to providing high quality specialist expertise, as well as supporting people to access mainstream services.  It also has specific recommendations regarding people with severe and profound learning disabilities and how they have health problems which require a greater level of support than is usually available from primary health care.  The White Paper recommends that specialist learning disability services have a role in providing additional health services for this client group.

3.2 The PMLD Network

The PMLD Network, a national network of professionals interested in raising the profile of the needs of this client group has set out some principles in the paper ‘Valuing People with Profound and Multiple Learning Disabilities’:

· Vision - whilst the overall vision is the same for their more able peer group, the detail is often different for people with PMLD.  It is important to identify this group and focus on their additional needs with greater clarity.

· Values – people with PMLD may experience the world in a different way, but their lives may be enriched by the things we all share.  We need to promote the positive contribution of this group. 

· Visibility – many people in society do not know that people with PMLD exist.  We need to make them visible.

· Rights – need to campaign for rights and improved quality of life.

· Representation – need to address the issue of meaningful representation and advocacy.

· Choice - supported decision-making: people with PMLD can make choices if given the right support.
(PMLD Network, 2002).

The paper also highlighted inconsistencies in service provision; the complexity of people’s needs; the importance of understanding and assessing communication needs; the need for specialist equipment; and the need to support carers.  The paper also made specific recommendations, including the need for multi-disciplinary, person-centred approaches; the needs of families and carers receiving more attention; and the importance of annual health checks and health facilitation.  The paper also referred to the role of health services in training health professionals to ensure that people with PMLD have equal access to the services they provide.

3.3 NSF for Long Term Conditions

The National Service Framework (NSF) for Long-term Conditions (Department of Health, 2005) aims to improve health outcomes for people with long-term neurological conditions by offering a personalised care plan for vulnerable people most at risk; to reduce emergency bed days for people with long-term conditions; and to improve access to services. The NSF covers those with stable neurological conditions such as cerebral palsy in adults, as well as intermittent and unpredictable conditions such as epilepsy. The NSF sets out 11 quality requirements for people with long-term neurological conditions:

· A person centred service

· Early recognition, prompt diagnosis and treatment

· Emergency and acute management

· Early and specialist rehabilitation

· Community rehabilitation and support

· Vocational rehabilitation

· Providing equipment and accommodation

· Providing personal care and support

· Palliative care

· Supporting family and carers

· Caring for people with neurological conditions in hospital or other health and social care settings.

The Clinical Development Group will continue to consider the NSF in relation to the PMLD Pathway, but it is already clear that the pathway has covered in part some of the above quality requirements.  The interface between this pathway and the Neurological Disorders Pathway, also being developed within the organisation, will also be considered.

3.4 ‘No Ordinary Life’

The MENCAP report ‘No Ordinary Life’ (MENCAP, 2001) detailed the experiences of parents of children and adults with PMLD.  All parents interviewed wanted a system of care that is easy to use, is responsive to their demands, and which would provide high quality services for their son or daughter.  The report concluded that many services are unavailable to families of people with PMLD, and that services are not always specific to need.  A clear recommendation of the report was that services should develop a person-centred approach, putting people with PMLD, their families and carers at the centre of the process for planning services.

3.5 Quality of Life

There is an increasing, but still relatively sparse, evidence base around what increases the quality of life for people with PMLD.  Petry et al (2005) examined whether the domains of quality of life which appear in ‘mainstream’ theoretical models apply to people with PMLD.  They asked those who cared for them to talk about what is important for their relative/client.  The following basic domains of quality of life were reported to be important to people with PMLD:

· Physical well-being (mobility, health, hygiene, nourishment, rest); 

· Material well-being (living environment, technical aids, transportation); 

· Social well-being (communication, basic security, family bonds, social relationships, individual attention, social participation); 

· Development and activities (involvement in activities, influence and choices, development/self-actualisation);

· Emotional well-being (positive attention, individuality, respect, status, self-esteem, positive environment and atmosphere).

There has also been an increasing literature around how to ascertain the views of people with PMLD, who have traditionally been seen as unable to make choices.  Taking into account a wide range of assessment information may give a clearer idea of the preferences of someone with PMLD, which can then inform care and support plans.

The importance of supporting communication, and the role of a contingent and responsive environment in the development of emotional well-being have also received increasing attention in the literature (Sheehy & Nind, 2005).  The importance of holistic, proactive and preventative approaches has also been emphasised in a recent review (Sheehy & Nind, 2005).

3.6 Mental Health Problems

This client group are unable to communicate directly about their thoughts and feelings, and assessment of their happiness/unhappiness can be difficult.  However, there is some consensus that there is an association between severity of learning disability and occurrence of mental health problems (Cooper & Bailey, 2001). This is probably due to the greater incidence of a plethora of psychological, social and developmental risk factors that can cause mental health difficulties for more severely disabled clients.  Assessment of mood is of fundamental importance here, as this will help learn more about the emotional lives of people with PMLD.  In addition, given the association between physical and purposeful activity and mental well-being it is reasonable to assume that people with PMLD are more vulnerable to mental health challenges than the general population and other people with learning disabilities (Sheehy & Nind, 2005).  

4. The Local Context

The TNEY NHS Trust LD Directorate Adult Community Nursing Development Plan highlighted that across the Directorate there was a strong feeling that the needs of this client group have been de-prioritised.  With the exception of some day services there are no tertiary community services available for these clients, so the Community Learning Disabilities Teams must provide a comprehensive, and if necessary, intensive service.

Initially, an exercise was conducted to help develop a view of local services. Appreciative Inquiry interviews with staff and carers, and informant interviews regarding service users’ quality of life were conducted across TNEY in November 2004 and January 2005. A service mapping exercise was also conducted in addition to gathering more information regarding the roles of different professionals within TNEY NHS Trust with this client group. This work informed the objectives of the group and was led by Stephanie Moore, then Trainee Clinical Psychologist.  
4.1  Service Mapping

There are no trust-wide, specific services for adults with PMLD within TNEY.  There are four Learning Disability Community Teams: Middlesbrough, Redcar & Cleveland, Hartlepool and Stockton who provide specialist services for all adults with learning disabilities, including people with PMLD.  The Stockton Learning Disabilities Team is a fully integrated service, led by Social Services.  The other Community Teams work jointly with Social Services, sometimes in a joint team approach (Middlesbrough). 

Between these areas models of day and respite service provision for adults with PMLD varies widely.  This is illustrated in the table below, with the services for which TNEY NHS Trust has responsibility highlighted in bold.

	
	Day services
	Respite
	Residential

	Redcar and Cleveland
	Kilton View

Stephen Knox Centre
	Bankfields Unit 2
	Charlton



	Middlesbrough
	Stephen Knox Centre
Chelmsford Road
	Bankfields Unit 2
	Astbury

Elmridge (residential home for older adults)

	Stockton 
	Allensway

Rieavaulx
	Aysgarth 1
	Thornaby Road



	Hartlepool
	Individual community packages

Warren Road
	Greenfields 

Havelock Centre
	


4.2  Core Themes from Staff Appreciative Inquiry Interviews

The core themes regarding the strengths of the organisation were:

· Staff’s attributes, skills, knowledge and experience, 

· Person-centredness with a strong focus on the quality of life of clients, carers and staff, 

· Effective multidisciplinary team working 

· High standard of physical and medical care.  

The core themes of staffs’ wishes for the development of the organisation were:

· Increased resources and more direct care staff

· Improved staff training

· Development of activities for service users 

· Development of communication between staff and service users and between staff

· More therapeutic input from professionals 

· Increased community participation for service users.  

4.3 Service Users’ Quality of Life

The majority of service users’ scores for observable signs of mood, interest and pleasure were within the average range.  Individual summary reports were fed back to services, to inform the development of individuals’ holistic support plans.  The administration of mood assessments identified at least four service users who would benefit from further specialist assessment of mood.

The core themes of informants’ wishes for individual service users were:

· Increased community access and social activities and better transport to support this 

· More one to one support and interaction

· More choice and variation in activities 

· More hydrotherapy, rebound and physiotherapy

· The development of communication skills of staff and service users

· Better multidisciplinary team working

· Improved quality of life 

· Increased monitoring of health needs

4.4  Carer Satisfaction Survey

Stephen Knox Centre - 6 returned (50%)

· All carers 7-10 out of 10 satisfaction

Kilton View - 4 returned (40%)

· 3 carers – 7 out of 10 satisfaction

· 1 carer– 3 out of 10 satisfaction

4.5 Carer Interviews

The core themes from the two carer interviews in terms of wishes for the organisation were: 

· Improved communication between staff and parents

· More organised routines

· Consultation with schools regarding the development of appropriate activities

· More bank staff 

· Increased accessibility of professionals

· Training and education for staff

· Better accessibility of buildings

· Increased sensory activities and access to equipment.

4.6 Professionals’ roles

Professionals’ roles with this client group were clarified, so that the person completing the Holistic Assessment can make appropriate referrals for further assessment based on individual need.  Please refer to Appendix 2.

5.  Aims and Objectives

The Clinical Development Group’s objectives, in line with ‘Ad>ance’, the Trust’s modernisation agenda, were to ensure that health services are fair and accessible to all clients, to stimulate change and to develop excellence in learning disability services.

Following the national message regarding the need for person-centred, holistic approaches to care for people with PMLD, in addition to the results of the interviews and surveys; the initial focus of the group was to identify a pathway of care and improve outcomes and quality of life for adults with PMLD using an evidence-based approach.     
 A care pathway has been defined as: 

‘both a tool and a concept that embed guidelines, protocols and locally agreed, evidence-based, patient-centred, best practice, into everyday use for the individual patient’. (National Electronic Library for Health).

A Care Pathway aims to have...

· the right people 

· doing the right things 

· in the right order 

· at the right time 

· in the right place 

· with the right outcome 

· all with attention to the patient experience 

· and to compare planned care with care actually given.

The aims of the PMLD Pathway are as follows:

· To provide a comprehensive, holistic, evidence-based, person-centred assessment and review framework for adults with PMLD;

· To ensure that TNEY NHS Trust learning disabilities services are equitable and available to adults with PMLD across Teesside;

· It is an annual pathway and provides the means by which clients will be annually assessed and reviewed;

· To provide an assessment and review framework that will ‘signpost’ to specialist assessment, intervention and training when required;

· The pathway aims to highlight need, areas of unmet need, and where additional assessment and intervention from other professionals is required.  It has been particularly important to highlight unmet need.  This is because funding of specialist equipment; tensions around who will fund this equipment; issues around associated risk and obtaining specialist expertise for people with PMLD can all be areas of difficulty.  A key role of the Pathway therefore is to evidence areas of unmet need and to campaign for increased access to services: mainstream and specialist, health and social.

6.  Scope of the Pathway

The PMLD pathway is intended to apply to all adults with PMLD who are accessing the Community Learning Disabilities Teams (Middlesbrough, Redcar & Cleveland, Hartlepool and Stockton). The pathway begins at the age of transition to adult services from child services, or when a person comes into the area from another region. 

It is important to note that given that these clients have been historically de-prioritised, the pathway aims to provide a more proactive and assertive ‘reaching out’ by the teams to adults with PMLD.  Currently adults with PMLD may receive some services (which may or may not include specialist learning disability services) but may not be regularly assessed or reviewed by the Community Learning Disability Teams.

Therefore it is hoped that all people with PMLD will eventually journey through the pathway, and therefore receive specialist assessment, review, and if necessary, interventions from the Community Learning Disability Teams.

It is unlikely that clients will ‘move off’ the pathway, as they will continue to experience a change in their needs as they grow older and develop.  Instead, the pathway provides a means by which people’s needs are annually assessed and reviewed within a multi-disciplinary, person-centred framework.

7.  Person Centred Care Pathway for Adults with PMLD

7.1 Pathway Algorithm

The pathway is illustrated on page 13 onwards. There now follows a summary of the main areas of the algorithm.

Within two months:

·  Adults with PMLD will enter the pathway through a referral to the relevant Community Learning Disabilities Team (CLDT); 

· The referral is discussed by the CLDT and a decision is made regarding whether the pathway should be launched;

· The ‘Best Placed Person’ completes the Holistic Assessment (see Appendix 1) and Health Action Planning begins;

· The ‘Best Placed Person’ feeds back their assessment to the CLDT.  CPA registration is considered.

Then:

· If additional assessment is indicated, a referral is made to the appropriate professional (see Appendix 2);

· The Holistic Intervention Plan is then formalised;

· The Plan is discussed by the CLDT and intervention guidelines are shared with informal and formal carers;

· If there is a need for staff training this is identified and the appropriate training is planned (within 2 months).

Within six months:

· The Holistic Intervention Plan is delivered;

· The Health Action Plan is completed;

· Any additional needs are identified.

Within 12 months:

· A review of the Holistic Assessment and Intervention Plan occurs

· These are then developed if necessary

ANNUAL PATHWAY FOR PEOPLE WITH PROFOUND AND MULTIPLE LEARNING DISABILITIES
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	CLDT discussion of plan


	Agree most appropriate service for client
	Intervention guidelines shared with informal carers/parents
	Intervention guidelines shared with direct care staff
	Reconsider CPA registration (refer to CPA Policy)

Frequency of CPA review agreed























Pathway Key and Guidance Notes



Process starting point internal to TNEY
Process starting point external to TNEY



Process Box

      Decision Point
                     Document

(1) Profound and multiple learning disability (PMLD) is defined as:

· Profound intellectual impairment.  This means that person will be severely limited in their ability to understand or comply with requests or instructions.

· Most such individuals are immobile or severely restricted in mobility, incontinent, and capable at most of only very rudimentary forms of non-verbal communication.  They possess little or no ability to care for their own basic needs, and require constant help and supervision (World Health Organisation, 1992).

(2) The ‘Best Placed Person’ is the CLDT member who is best placed to carry out the assessment.  They may have a good relationship with the person, feel skilled to do the job, or have adequate time to do the job.

(3) The Holistic Assessment is attached in Appendix 1.

(4) Health Professionals roles’ with people with PMLD are described in Appendix 2.  The aim of this document is to help ascertain which professional it may be appropriate to refer to following completion of the Holistic Assessment.

(5) The daily checklist underpinning the PMLD pathway is attached in Appendix 3.
7.2 Holistic Assessment

The Holistic Assessment has been developed following consultation with the wide cross-section of professionals who are represented on the Clinical Development Group.  It draws on their expertise, and the evidence base.  It aims to provide a comprehensive, holistic and person-centred assessment of people with PMLD; whilst also ‘sign-posting’ to more specialist assessment, training and intervention as required.

There are three assessment tools that are integral to the Holistic Assessment: The Mood, Interest and Pleasure Questionnaire (MIPQ); the Disability Distress Assessment Tool (DISDAT) and the Malnutrition Universal Screening Tool (MUST).  See Appendices 4, 5 and 6 respectively.

7.2.1 Mood, Interest and Pleasure Questionnaire (MIPQ)

This is a 25-item Likert scale questionnaire with two subscales (mood and interest/pleasure).  It was developed specifically to assess adults with severe and profound learning disabilities and is administered to a carer that knows the person well.  It has been suggested by the tool’s authors that it can be used to assess quality of life and can offer valuable information regarding the effect of environmental modifications and service characteristics for the person (Ross & Oliver, 2003).   It is important to include a measure of mood/quality of life for this client group as it is difficult to ask them questions directly about their experiences and well-being.

7.2.2 The Disability Distress Assessment Tool (DisDAT) 

The DisDAT (Regnard, et al, 2003) was developed by the Palliative care team based at Northgate Hospital, Morpeth in conjunction with St. Oswald’s Hospice, Gosforth in response to the frequently asked question: “How do we know if people with no formal speech are in pain?”.  It is completed by a carer who knows the client well e.g. parent, key worker, or by a clinical team, as a combined effort.  The goal is a reduction the number or severity of distress signs and behaviours.

7.2.3 The Malnutrition Universal Screening Tool (MUST)

This is a five-step screening tool to identify adults who are at risk of malnutrition or are obese.  It includes management guidelines which can be used to inform care-planning.

7.3 Daily Checklist

The pathway documentation includes a Daily Checklist, which is intended to underpin every intervention undertaken.  This was derived from the evidence base and the Clinical Development Group’s expertise regarding what should be taken into account when providing services for people with PMLD.  It also has at its foundation Maslow’s ‘Hiearchy of Needs’ which arranges human needs in a pyramid-type hierarchy ascending from basic physiological needs to ensure survival, to increasingly complex needs (Maslow, 1943).  Whilst the values are not presented in hierarchical order, Maslow’s model was considered carefully in designing the checklist.

8.  Governance Arrangements

All Person Centred Pathways are formally discussed and approved by the local clinical governance structures.  The PMLD Pathway has been ratified by the Learning Disabilities Clinical Governance Meeting.

A subgroup of the PMLD Clinical Development Group has been formed, whose job it is to evaluate the pathway.  The pathway has now been piloted with two adults with PMLD in each CLDT, one of whom is a new referral, the other is known already to the CLDT.  This pilot will be evaluated, both in terms of its effectiveness (as measured by score changes in the MIPQ and Carers’ Interviews, as well as other indicators) and variance mapping.

8.1 Evaluation and Variance Mapping

The PMLD Pathway will be evaluated on a yearly basis.  An audit tool will be developed to assist with the evaluation, but it is expected that the following outcomes will be analysed:

· Incidence of adults with PMLD to match local prevalence rates more closely

· Increase in Community Nurses’ activity with people with PMLD

· Number of adults with PMLD with a Health Action Plan

· Number of adults with PMLD with a Holistic Assessment and Intervention Plan

· Number of incidents, staff sickness absence rates in the Stephen Knox Centre – as a ‘window’ on the service as a whole

· Number of staff receiving specialist supervision and training around PMLD

· Examination of MIPQ score changes

· Examination of Carers’ Interviews

· Areas of unmet need

· Variance mapping

The evaluation will be assisted through the use of the Balanced Scorecard which has been developed through partnership with TNEY NHS Trust’s Corporate Performance Department (see Appendix 7).

8.2 Person Centred Therapeutic Organisation (PCTO) Questions

In addition to the above, it is anticipated that the PMLD Pathway will also act as a pilot for the PCTO questions aimed at tapping the user experience, developed by Don Brechin, Consultant Clinical Psychologist.  These questions will be asked of carers involved with the pilot of the pathway and are as follows:

1. Have staff been person-centred towars me (i.e. treated me with dignity, respect, etc).

2. Has my care been co-ordinated in the way envisaged by the PCTO?


3. Does my careplan reflect my wishes?

4. Have staff tried to deliver my careplan?

5. Have the outcomes on my careplan been achieved?

These questions will be adapted to tap the experience of carers, as it is difficult to ask these questions of people with PMLD directly.
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Appendix 1

The aim of this holistic assessment is to gather as much information as possible about a person with Profound and Multiple Learning Disabilities, to help us understand and meet their needs.  It is also hoped that it will signpost to other services, for further assessment and/or intervention.

Please use the assessment as an interview with people who know the person well, and try to gather information from as many people as possible.

When complete feed back to the local Community Learning Disabilities Team, where CPA level will be considered.

Then formalise the intervention plan and arrange first CPA meeting if required.
	Name                                                                  D.O.B.



	Gender



	Ethnicity (refer to NCRS codes)

	NHS No



	Home address



	Postcode



	Telephone number




	Assessment start date
	Assessment completion date




	Assessor
	Role




	Date of first CPA meeting


	Date of agreed review of intervention plan (at least yearly)

	
	


	G.P.



	Address and telephone number




Who has contributed to this assessment?

	Name
	Role
	Telephone number



	
	
	

	
	
	

	
	
	

	
	
	

	
	
	


Please list relatives, friends, other professionals (e.g. Speech and Language Therapist, Physiotherapist etc.) who are involved in the person’s life

	Name 
	Relationship / role
	Telephone number



	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	


All information gathered in this assessment will be\ shared within the local community learning disabilities team within the confines of confidentiality.  Please ensure that those who have contributed to the assessment have consented to sharing the information they have supplied.

The information may also be used for auditing purposes.

See TNEY’s Confidentiality Policy for further information.

Carer’s Interview

Ask someone who knows the client well and is actively involved in his or her care (this could be a family carer or a professional carer – whoever is most involved day to day with the person) the following questions.  This is to help us understand carers’ views better and will help us monitor the effectiveness of the pathway.

What, in your view, are the best aspects of the services provided for your relative/client?

What, in your view, are the worst aspects of the services provided for your relative/client?

What would your 3 wishes be for your relative/client?

1.

2.

3.

Only to be asked at 12 month review:

Have there been any changes to your responses above?  If so, what are they?

Have your 3 wishes been achieved? Whether ‘yes’ or ‘no’, please give details


Physical conditions/illnesses/diagnoses

List all, including specific syndromes, recurrent infections etc.

Height






Weight

Vision

Any problems or needs?  Glasses?  When was the last eye test?

Hearing

Any problems or needs?  Hearing aids?    When was the last hearing test?

Epilepsy

Describe types and frequencies of seizures. 

Any difficulties or areas of unmet need?

Allergies

Hayfever?  Other allergies?  Medication taken?

Dental care

Any problems?  Last dental appointment?

Menstrual cycle

Describe.   Any problems or needs?

Sleep

Describe normal pattern.  Any problems or needs?

Pain

Please complete DISDAT (see attached)

Include here summary of DISDAT findings

Administration and monitoring of medication

Medication taken.  Who administers?

Health promotion activities

List all e.g. hydrotherapy, etc.


What is the person’s preferred method of communication?

Communication aids used.  Makaton, etc?

Understanding the person’s non-verbal communication

Summary of DISDAT findings

Areas which may need special consideration

Time to express needs/wants?  Effectiveness?  Self-confidence/self-esteem?  Content?  Expressive and receptive skills?  Speech difficulties? Communication aids?


Personal care

Does person prefer a bath or shower?  Any special equipment required?

Toileting/continence

Indicate level of continence.  Any special equipment required?

Dressing/undressing

Level of assistance required

Oral hygiene

Level of assistance required.  Any issues?

Domestic activities

Level of assistance required.  Does the person enjoy contributing to these?


Current activities

List, including community access and participation.

Transport

List.  Any issues?

Likes

Dislikes


Mobility equipment

List all

Physiotherapy input

Specific programmes e.g. hydrotherapy, chest care, etc.

Posture and positioning

Describe.  Wheelchair, bed, comfy chair?  Any other equipment?  Any difficulties or areas of concern e.g. pressure areas?  Refer to any assessment tools used to assess pressure areas.  Consider night time as well as day time needs.

Moving and handling issues

How is the person transferred? -   Fully independent? Some level of assistance? Lifted or hoisted with equipment?

Has a risk assessment been completed?  Refer to Manual Handling Assessment Form in TNEY Health and Safety Management System Workbook (2005)


Likes and dislikes

Meat, fish, poultry.  Vegetables including potatoes (mash, chips, etc). Fruit.  Dairy products.  Condiments e.g. sauces, pickles.  Desserts.  Overseas foods e.g. Indian, Chinese food.  Drinks.  Favourite snacks e.g. pizza, crisps.


Likes







Dislikes
Any cultural or religious considerations?

Special diet

List any special diets, including textures and consistencies

Weight loss or gain

Has the person lost or gained weight recently?  If so give details.  Consider using ‘Malnutrition Universal Screening Tool’ (attached)

Fluid balance

Any concerns? How much does the person drink a day (guidance = 8-10 cups/day, of approx. 200mls each).

Swallowing

State if any difficulties and ways of managing these

Special drinks/supplements

List

Laxatives, enemas, suppositories

List

Special equipment used

Position for eating and drinking


Setting events which cause stress/distress

e.g. loud noises, pain etc

Type of environment which eases stress / distress

See DISDAT e.g. low pressure environment

Environment preferences

Quiet? Stimulating? Varied? Relaxation periods? Personal space?


Expression of emotions

See DISDAT.  Can the person express their feelings?  If so how do they do this?

Mood, interest and pleasure

Please complete Mood Interest and Pleasure Questionnaire - MIPQ (attached)

Summary of MIPQ findings (IP and M scores)

Behaviour

Any areas of challenging behaviour? E.g. self-harm, physical aggression, etc.

Religious and spiritual needs

Does the person show a preference for particular religious or spiritual activities?


Sexual drive

Give details.  Can this cause problems for the person or their environment?

Problems related to sexuality and / or sexual health?

E.g. can the person masturbate as far as you know?  Are there any difficulties here?  Has proper consideration been given to the person’s sexuality?


Level of understanding, memory skills, etc.

List what is known about this


In particular, please list any areas of unmet need (resources, lack of specialist assessment or intervention, equipment etc).

This is important, as it will help us to evidence any unmet need and resource implications for people with PMLD

	AREA


	SUMMARY OF NEEDS


	INTERVENTIONS REQUIRED
	FURTHER SPECIALIST ASSESSMENT INDICATED (y or n)
	REFERRAL MADE TO WHOM AND DATE

	GENERAL HEALTH
	
	
	
	

	COMMUNICATION


	
	
	
	

	DAILY LIVING SKILLS


	
	
	
	


	AREA
	SUMMARY OF NEEDS
	INTERVENTIONS REQUIRED
	FURTHER SPECIALIST ASSESSMENT INDICATED (y or n)
	REFERRAL MADE TO WHOM AND DATE

	ACTIVITIES


	
	
	
	

	MOBILITY


	
	
	
	

	EATING/DRINKING


	
	
	
	


	AREA
	SUMMARY OF NEEDS
	INTERVENTIONS REQUIRED
	FURTHER SPECIALIST ASSESSMENT INDICATED (y or n)
	REFERRAL MADE TO WHOM AND DATE

	ENVIRONMENT


	
	
	
	

	PSYCHOLOGICAL/

EMOTIONAL

WELL-BEING


	
	
	
	

	SEXUALITY


	
	
	
	

	COGNITIVE SKILLS
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Appendix 2.  Health Professionals’ Roles with People with Profound and Multiple Learning Disabilities

This is a working document and any feedback will be used to develop its accuracy and usefulness

All professionals currently have an open referral system.  

	Profession
	Assessment
	Therapeutic interventions
	Additional information

	Community Nurses

The distinctive contribution of learning disability nurses is their concern to influence behaviours and lifestyles that promote health and well-being for individuals, and their families and carers.


	Nursing Model

Core assessment

OK Health Check

Observations
	Physical

· Breathing

· Positioning

· Mobility

Supporting others’ work

Supporting carers

Psychological – as for all people with learning disabilities
	A large role for the community nurse is signposting to other services following assessment

	General Practitioners (GPs) work in the Primary Care sector and are responsible for the diagnosis, care and treatment of illnesses, infections, diseases and the well-being of people. 


	Assessment of all medical/ health needs

A complete spectrum of care: dealing with problems that often combine physical, psychological and social components.


	Treatment of medical needs


	Development of Health Action Plans

Annual health checks

General Physicians in Learning Disability currently offer health checks for clients accessing day services and respite services in South Tees



	Physiotherapy

Physiotherapists help and treat people of all ages with physical problems caused by illness, accident or ageing.  The profession sees human movement as central to the health and well-being of individuals.  They identify and maximise movement potential through health promotion, preventative health care, treatment and rehabilitation.


	Physical – muscular -skeletal problems

Pain

Difficulties with posture 

Chest infections

Body positioning

Any problems with mobility – difficulties moving any part of the body/transfers


	Training of staff and carers, e.g. passive movements and chest care including suction if appropriate.  Direct interventions and advice may include: hydrotherapy, rebound therapy, active exercise therapy, passive exercise therapy, pain relief, standing/walking programmes, chest physiotherapy.
	It is imperative that all carers who carry out physiotherapy interventions have been trained by the physiotherapist directly, i.e. staff should not train each other.

Referrals for hoisting issues or daily living skills should be directed to Occupational Therapy

	Speech and Language Therapy

The role of a speech and language therapist is to assess and treat speech, language and communication problems in people of all ages to enable them to communicate to the best of their ability. They may also work with people who have eating and swallowing problems.
	Communication assessment

In-depth assessment of level of communication and style of interaction

Consider opportunities for communication and potential for development of communication skills of clients and staff
	Profile individuals communication skills

Response contingent therapy

Use of objects of reference

Intensive interaction

Work with staff teams to promote understanding of communication needs and develop styles of interaction

Promote appropriate activities regarding clients’ level of development


	Potential of development of Intensive Interaction

	Psychiatry

The Psychiatry of Learning Disability is a sub-specialty of Psychiatry, dealing with the assessment and treatment of emotional, behavioural and psychiatric disorder associated with learning disability


	As part of MDT assessment

The nature of problems dealt with is much broader than in other psychiatric sub-specialties and includes organic psychiatric disorders; functional psychiatric disorders; autism; challenging behaviour; behavioural phenotypes; epilepsy.
	Management of complex epilepsy 

Practitioners also provide advice and education about behavioural aspects of learning disability to carers and to other professionals.
	Advocacy role regarding service provision

	Occupational Therapy

Occupational therapy is the assessment and treatment of physical and psychiatric conditions using specific, purposeful activity to prevent disability and promote independent function in all aspects of daily life.
	Based on reason for referral,

activity/difficulty observed and needs identified.

If equipment needed – reps brought in or demonstration models used to assess suitability.

Eating/drinking assessments, often with SALT.

Daily living skills.

Developmental – switching, motor skills. Specialist postural  management e.g. sleep systems and seating. Moving and handling issues.


	Assessment and recommendations/provision of specialist equipment e.g. toileting, seating, bathing.

Postural positioning for functional positions, not behavioural reasons.

Moving and handling issues, including assessment for equipment.

Individual and group work activity e.g. daily living skills, social skills.
	Referrals for mobility problems should be made to physiotherapy.

	Dietetics

Is the interpretation and communication of the science of nutrition to enable people to make informed and practical choices about food and lifestyle, in both health and disease.


	Dietary assessment, including people with gastrostomy


	Ensure nutritional requirements are being met

Education and information provision

Advocate healthy eating

Empowering people to make the best choices 
	

	Short-term care

Provision of 24 hr nursing care (led by RNLD) for clients with a severe learning disability and identified continuing health care needs during respite for informal carers
	Comprehensive nursing assessment – gathering information about the client from family/carers and other professionals
	Meeting physical needs – feeding, nutrition, personal care, in a safe environment

Communication techniques, therapeutic milieu 

Emergency care response – e.g. suctioning, PRN medication for seizures

Lifting and handling/physio programmes

Named nurse coordinates care plan, health screening 
	To organise and provide the right kind of environment/equipment required to carry out care

To organise training of staff as required to meet specific needs

	Health Facilitation

Promoting and ensuring that equal health services are, and can be accessed by all people with a learning disability.  Developing individual Health Action Plans.


	Completion of Health Action Plans.

Identification of specific health needs.

Health checks.

Referral to appropriate health professionals/departments.

Individual plans implemented.
	Liaison with GPs, dental services, etc, offering training and support with appointments and screening.

Support of individuals and groups with health promotion.
	Registers to be compiled with G.P surgeries identifying those with a learning disability.

All those who wish to have a Health Action Plan can be referred.



	Clinical Psychology

Psychology is a science-based profession.  It is the study of people:  how they think, act, react and interact.  It is concerned with all aspects of behaviour and the thoughts, feelings and motivation underlying such behaviour.  The overall aim of Clinical Psychology is to alleviate distress and promote psychological well-being by developing, applying and promoting psychological knowledge, skills and expertise through direct work, training, consultancy and supervision.
	Comprehensive psychological assessment – mood, anxiety, relationships, behaviour, life experiences

Interviews with staff or carers, including administration of informant-based measures

Meetings with client

Observations

Gathering information from other professionals involved

Intellectual assessment

Developmental assessment
	Training of staff or carers

Specific recommendations – development of guidelines for staff or carers

Individual therapy with client, e.g. Intensive Interaction

Behavioural interventions

Environmental enhancement

Communication programmes

Consultation/supervision of staff for psychological interventions


	Much potential for development, e.g. Intensive Interaction, developmental assessments

	Specialist Epilepsy Nursing 
	Comprehensive epilepsy assessment


	Direct input and indirect work with carers and staff

Comprehensive monitoring and evaluation 
	This service is currently provided only in South Tees

	Challenging Behaviour Team
	Behavioural assessment of challenging behaviours, e.g. self-injurious behaviours, aggression towards others
	Individualised, person-centred approach

Indirect work with direct care staff

Consultation for staff regarding challenging behaviours
	Research potential with this client group
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APPENDIX 3

CHECKLIST FOR PEOPLE WITH PROFOUND AND MULTIPLE LEARNING DISABILITIES (PMLD)

The Tees and North East Yorkshire NHS Trust PMLD Clinical Development Group have made the following recommendations to help ensure the best possible day for a person with PMLD.  Some of these recommendations come from ‘Valuing People with PMLD’ written by the PMLD Network and from research articles about what increases quality of life for people with PMLD.  These recommendations are intended to ‘underpin’ the care and support we provide for a person with PMLD.

These recommendations are not given in any particular order.

1. Communication with carers/parents and formal care staff.  We should recognise the importance and centrality of parents and ‘formal’ carers because of the intensity and specialised nature of their caring responsibilities, and communicate with them about what we do.

2. Regular (at least annual) holistic assessment of needs.  This should include health checks, and checks of other areas of need.  The Holistic Assessment Document should help with this as it includes prompts about all areas of need.

3. Purposeful day and meaningful activities. Activities need to be planned with the needs of the person in mind and their likes/dislikes must be considered. Some activities do not have to be provided in a specialised setting.  However, many people with PMLD need specialised activities such as physiotherapy or hydrotherapy.  

4. Choice.  People with PMLD can make their views known through their actions, responses, facial expressions and mood.  Those who know the person well can recognise these views to enable people with PMLD to make choices about what they want to do and the ability of others to ‘read’ their expressions can have real impact on the person’s quality of life.

5. Community access and participation.  As stated above not all activities need to be provided in a specialised setting. We need to help people with PMLD access community resources and build their own circle of friends.  
6. Staff well supported, supervised and trained.  Because the range of care activities for people with PMLD can be wide-ranging and sometimes daunting, we need to properly support, supervise and train them.  We need to raise awareness of the needs of people with PMLD and provide adequate induction training for new staff.
7. One to one activities.  Most people benefit from and enjoy one to one interaction and activity.  This is even more important for people with PMLD because of their dependence on others and limited communication.  The more we work with people individually, the better we will understand their needs, likes and dislikes. There is no substitute for meaningful human contact.
8. Good food. Varied, sufficient and tasty food is a basic need.  It is important that staff have a good understanding of the way food and drinks can be best provided, in addition to understanding a person’s preferences.
9. Suitable environment. The environment must be accessible, safe and comfortable.  All rooms must be large enough to hold equipment and aids.  Attention must be given to temperature, lighting hygiene and general atmosphere.
10. Privacy and dignity.  People with PMLD have a variety of physical health needs and require a high level of physical care.  Given this we need to ensure that we are extra careful with respect to considering their privacy and dignity.
11. Evidence based practice.  What we do with and for people with PMLD needs to be evidence based whenever possible and we need to keep up to date with the latest research.
12. Individual achievements.  Even though people with PMLD are dependent on others, it is important that we recognise their skills and capabilities.  We need to help them develop their potential and skills so as to increase their self-confidence and self-esteem.
13. Future life plans.  We need to encourage person-centred planning for people with PMLD and help them to make choices about their future.
14. Flexible service.  We need to be able to respond to changes in a person’s needs quickly.  Our services need to be needs-led and person-centred.             
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THE MOOD, INTEREST AND PLEASURE QUESTIONNAIRE (MIPQ)

© Copyright Elaine Ross and Chris Oliver, School of Psychology, University of Birmingham, 1999.

Instructions for completing the MIPQ


There are two parts to this questionnaire, Part 1 and Part 2.  You should complete both parts.


Part 1 contains 7 questions asking for general information about the client – you should complete all 7 questions.


Part 2 contains 25 questions – you should complete all 25 questions.  Each question will ask for your opinion about particular behaviours, which you have observed in the last 2 weeks.  For every question you should circle the most appropriate response e.g.

20) In the last two weeks, do you think this client’s facial expression looked sad…..

all of the 

most of the 

about half of

some of the
never

time

time


the time


time


PLEASE REMEMBER TO COMPLETE ALL 25 QUESTIONS


At the end of the questionnaire you will be asked to print and sign your name, state your relationship to the client, how long you have know him/her and the date on which you completed the questionnaire.

PART 1: Client details

Please complete the following:

1)
Sex of client: MALE/FEMALE (Please delete as appropriate)
2)
Age of client: ___years (Please insert age of client)

3)
 Does this client have a diagnosis of epilepsy? YES/NO/DON’T KNOW (Please delete as appropriate)

4a)
Does this client have a diagnosis of autism? YES/NO/DON’T KNOW (Please delete as appropriate)
  b)
If YES, please state if you are aware that a definite diagnosis of autism has been recorded: YES/NO/DON’T KNOW (Please delete as appropriate)

5) Does this client have a history of mental health problems? YES/NO/DON’T KNOW (Please

delete as appropriate)

6a)
Has this client been referred to a psychiatrist within the last year? YES/NO/DON’T KNOW (Please delete as appropriate)

b) If YES, please state the reason for the referral:

      7a)
Is this person on any prescribed medication? YES/NO (Please delete as appropriate)
b) If YES, please list the names and dosages of this medication:

PART 2: The Questionnaire

1)
In the last two weeks, did this client seem…..(M)
sad all of

sad most

sad about half

sad some
never sad. 4
the time. 0

of the time. 1

of the time. 2

of the time. 3.

Please comment if anything has happened in the last two weeks which you feel might explain sadness if it has been observed (e.g. a bereavement, loss of a staff member etc):

2)
In the last two weeks, how often did you hear positive vocalizations* when this client was engaged in activities*? (IP)
all of the 

most of the 

about half of

some of the
never

time
4
the time.  3

the time. 2

time.  1 

0
*positive vocalizations: e.g. laughing, giggling, “excited sounds” etc.

*engaged in activities: i.e. when someone is actively involved in any activity such as a mealtime, a social interaction, a self-care task or social outing etc.

3)
In the last two weeks, to what extent did this client’s facial expressions* suggest that s/he was interested in what was going on around him/her*? (IP)
interested all
interested most

interested about

interested 
never

of the time

of the time

half of the time

some of 
interested

4


3


2


the time. 1
0
*facial expressions: interest might be indicated if the client’s gaze or face is directed towards a person or activity in his/her environment.

*in what is going on around him/her: this might include other people’s interactions; activities other people are visibly engaged in; people entering or leaving the room etc.

4)
In the last two weeks, do you think this client’s facial expression looked “flat”*…..(M)
all of the 

most of the 

about half of

some of the
never

time

the time


the time


time

0


1



2

3

4

*flat expression: expression seems lifeless; lacks emotional expression; seems unresponsive.

5)
In the last two weeks, did this client seem to have been enjoying life…..(IP)
all of the 

most of the 

about half of

some of the
never

time

the time


the time


time

4


3



2

1

0

Please comment if there are any reasons why this person might not have been enjoying him/herself e.g. illness, being in pain, experiencing a loss etc.:

6)
In the last two weeks, how often did this client seem to seek out the attention/company of others*? (IP)
at least once
at least once

3-4 times each

once or  
less than once

every day

nearly every 

week


twice each
each week




day





week

4


3


2


1


0

*seek out the attention/company of others: e.g. by physically moving towards someone; calling out/touching someone; pulling at someone’s clothing etc.

7)
In the last two weeks, would you say this client…..(M)
cried every

cried nearly

cried 3-4 times

cried once
cried less than

day


every day

each week

or twice 
once each week










each week

0


1


2


3


4

8) In the last two weeks, how interested did this client appear to be in his/her surroundings? (IP)
interested all
interested most

interested about

interested 
never

of the time

of the time

half of the time

some of 
interested










the time

4


3


2


1


0

9)
In the last two weeks, do you think this client’s facial expression looked happy…..(M)
all of the 

most of the 

about half of

some of the
never

time

the time


the time


time

4


3


2


1


0

10)
In the last two weeks, how often did this client refuse to participate* in activities? (IP)

at least once
at least once

3-4 times each

once or 

less than once

every day

nearly every 

week


twice each
each week




day





week

0


1


2


3


4

*refuse to participate: e.g. the client says “no” or indicates refusal by shaking head etc.; will not turn to look at activity/person(s) involved in activity; removes him/herself from the location of the activity; will not move towards the location of the activity; will not take part in physical aspects of the activity, even though s/he is physically capable of doing so.


Please state any reasons why this might be the case e.g. illness, being in pain etc.:

11)
In the last two weeks, would you say this client smiled…..(M)
at least once
at least once

3-4 times each

once or

less than once

every day

nearly every 

week


twice each
each week




day





week

4


3


2


1


0

12)
In the last two weeks, how disinterested did this client seem to be in his/her surroundings? (IP)
disinterested
disinterested

disinterested

disinterested
never

all of the time
most of the time
about half of

some of the
disinterested





the time

time



0

1


2

3

4

13)
In the last two weeks, did this client’s vocalizations* sound…..(M)
sad all of the
sad most of the

sad about half

sad some of 
never

time

time


of the time

the time
sad

0


1



2


3

4

*vocalizations: any words, noises or utterances

14)
In the last two weeks, when this client was engaged in activities*, to what extent did his/her facial expressions* suggest that s/he was enjoying him/herself?  (IP)
enjoying him/
enjoying him/

enjoying him/

enjoying him/
never

herself all of
herself most of

herself about

herself some
enjoying him/

the time

the time

half of the time

of the time
herself

4


3


2


1


0

*engaged in activities: i.e. when someone is actively involved in any activity, such as a mealtime, social interaction, self-care task or social outing etc.

*facial expressions: enjoyment might be apparent if someone smiles, laughs, looks excited etc. 

15)
In the last two weeks, did this client seem…..(M)
happy all of

happy most of

happy about

happy some 
never

the time

the time

half of the time

of the time
happy

4


3


2


1


0

16) In the last two weeks, when this client was engaged in activities*, to what extent did his/her facial expressions* suggest that s/he was interested in the activity? (IP)
interested all
interested most

interested about

interested 
never

of the time

of the time

half of the time

some of 
interested










the time

4


3


2


1


0

*engaged in activities: i.e. when someone is actively involved in any activity such as a mealtime, social interaction, self-care task or social outing etc.

*facial expressions: interest might be indicated by the degree to which a client’s gaze is being directed at the person/things involved in an activity.

17) In the last two weeks, would you say that this client…..(M)
laughed 
laughed nearly

laughed 3-4

laughed once
laughed less 

every day

every day

times each

or twice each
than once







week


week

each week

4


3


2


1

0

18) In the last two weeks, how often did this client seem to avoid social contact* with other people s/he is believed to like? (IP)
all of the 

most of the 

about half of

some of the
never

time

the time


the time


time

0


1


2


3


4

*avoiding social contact: this might be indicated by someone staying in their room/moving to another empty room or place; physically looking or turning away from others; using gestures e.g. to “shoo” people away; shouting or yelling if someone enters his/her bedroom; refusing to respond to social advances from others etc.

19) In the last two weeks, how often did you see gestures which appeared to demonstrate interest* when this client was engaged in activities*? (IP)
all of the 

most of the 

about half of

some of the
never

time

the time

the time

time

4


3


2


1


0

*gestures demonstrating interest: these might include picking up an object associated with the activity; pointing at someone/something associated with the activity; touching someone in an attempt to make sure their attention is focused on the activity or in an attempt to get them involved etc.

*engaged in activities: i.e. when someone is actively involved in any activity such as a mealtime, social interaction, self-care task or social outing etc.

20) In the last two weeks, do you think this client’s facial expression looked sad…..(M)
all of the 

most of the 

about half of

some of the
never

time

the time

the time

time

0


1


2


3


4

21) In the last two weeks, did this client seem…..(M)
dissatisfied all
dissatisfied most
dissatisfied about
dissatisfied
never

of the time

of the time

half of the time

some of the
dissatisfied










time

0


1


2


3

4

22) In the last two weeks, how often did you see gestures which appeared to demonstrate enjoyment* when this client was engaged in activities*? (IP)
all of the 

most of the 

about half of

some of the
never

time

the time

the time

time

4


3


2


1


0

*gestures which appear to demonstrate enjoyment: e.g. clapping, waving hands in excitement, jumping up and down etc.

*engaged in activities: i.e. when someone is actively involved in any activity such as a meal time, social interaction, self-care task or social outing etc.

23) In the last two weeks, did this client’s vocalizations* sound distressed…..(M)
all of the 

most of the 

about half of

some of the
never

time

the time


the time


time

0


1


2


3


4

*vocalizations: any words, noises or utterances

24) In the last two weeks, did this client’s behaviour suggest that s/he was interested in what was going on around him/her*…..(IP)
all of the 

most of the 

about half of

some of the
never

time

the time


the time


time

4


3


2


1


0

*interested in what is going on around him/her: e.g. does s/he direct his/her gaze towards things going on around him/her or make an active attempt to join in by moving towards or getting the attention of others engaged in an activity/interaction etc.

25) In the last two weeks, how often was this client heard whining or making moaning sounds? (M)
at least once
at least once

3-4 times each

once or
 
less than once

every day

nearly every 

week


twice each
each week




day





week

0


1


2


3


4

Please feel free to make any additional comments about this client’s behaviour over the last two weeks (continue overleaf if necessary):
Please complete the following:

1)
Questionnaire completed by:___________________________ (Please print and sign name)

2)
Please state your relationship to this client (e.g. keyworker):________________________

3)
Please complete the following statement: I have known this client for less than 6 months/6-12 months/over 12 months (Please delete as appropriate)

4)
Date completed:_________

5)
PLEASE CHECK THAT YOU HAVE COMPLETED ALL 25 QUESTIONS.

Scoring instructions:

The score which is allocated to each item is given underneath each one.  Add

up the scores for each question which make up the IP (Interest/Pleasure) and 

M (Mood) subscales, an ‘IP’ and ‘M’ tells you whether each question is an IP

or M question.

 Total:  

      Mood subcale

   Interest & pleasure subscale:
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Information required before completing DisDAT.

Background

DisDAT was developed by the Palliative care team Based at Northgate Hospital Morpeth in conjunction with St. Oswalds Hospice Gosforth in response to the frequently asked question: “How do we know if people with no formal speech are in pain?”

We decided early in the development that we couldn’t single out the symptom of pain (physical distress) from other forms of distress such as emotional, psychological and spiritual and that once distress had been identified it would have to be put in context and then clinical decisions would have to be made by the team caring for the individual to decide the appropriate interventions.  

Hints on Use

DisDAT can be filled in:

· By a carer who knows the client well e.g. parent key worker

· By a  clinical team, as a combined effort

· In one sitting if someone has known the client for a long time and knows their “language” well.

· Over a period of days or weeks, in order that the individuals “language” can be learned.

· Reassessment is essential as the needs of the client or patient may change due to improvement or deterioration.

· Distress can be emotional, physical or psychological. What is a minor issue for one person can be major to another. 

· If signs are recognised early then suitable interventions can be put in place to avoid a crisis.

What to do

1. Observe the client when content and when distressed- document this on the inside pages. Remember that anyone who cares for the patient can do this.

2. Observe the context in which distress is occurring.

3. Use the clinical decision distress checklist on the DisDAT tool to assess the possible cause.

4. Treat or manage the likeliest cause of the distress.

5. The monitoring sheet is a separate sheet, which may help if you want to see how the distress changes over time.

6. The goal is a reduction the number or severity of distress signs and behaviours.

This is NOT a scoring tool. It documents what many staff have done instinctively for many years thus providing a record against which subtle changes can be compared. This information can be transferred with the client or patient to any environment.

It is meant to help you and your client or patient. It gives you more confidence in the observation skills you already have which in turn will help you improve the care of your client or patient.

Please Note

We hope that DisDAT may be of use to you and your clients/patients and are happy for it to be used in a variety of settings however we ask if you would:

· Acknowledge where DisDAT came from in any written work / publications / research.

· Do not change the format in any way

· Do not call it a pain tool 

· If you have feed back good or bad please report it back to a member of the team as there is ongoing research regarding its usefulness in different settings.

· Ask for help / advice if you are uncertain of how to fill it in.

Further reading
Regnard C, Matthews D, Gibson L, Clarke C, Watson B. Difficulties in identifying distress and its causes in people with severe communication problems. International Journal of Palliative Nursing, 2003, 9(3): 173-6.

If you require any help or further information regarding DisDAT please contact:

Lynn Gibson   01670 394 260

mailto:Lynn.Gibson@nap.nhs.uk           

Dorothy Matthews   01670 394 179

mailto:Dorothy.Matthews@nap.nhs.uk
Dr. Claud Regnard   0191 285 0063 or e-mail on claudregnard@stoswaldsuk.org
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Northgate Palliative Care Team and St. Oswald’s Hospice

	Client’s name:

DoB:






Gender:

Unit/ward:





NHS No:

	Your name:





Date completed:

Names of others who helped complete this form:




INFORMATION AND INSTRUCTIONS ARE ON THE BACK PAGE 

Context of distress and communication/action which helps ease distress

(You can record either a specific episode, using dates, or just describe what usually causes this person to be distressed)
	Date
	Context of distress
	Actions that can alleviate distress
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Please take some time to think about and observe your client's appearance and behaviours when they are both content and distressed, and describe these cues in the spaces given.   We have listed words in each section to help you to describe your client or patient.  You can circle the word(s) that best describes the content and distress cues in each category and, if possible, give a fuller description in the spaces given.  Your descriptions will paint a clearer picture of your client or patient.

COMMUNICATION LEVEL *

	This person is unable to show likes or dislikes
	
	Level 0

	
	
	

	This person is able to show that they like or don’t like something
	
	Level 1

	
	
	

	This person is able to show that they want more, or have had enough of something
	
	Level 2

	
	
	

	This person is able to ask for and anticipate their like or dislike of something
	
	Level 3

	
	
	

	This person is able to communicate detail, qualify, specify and/or indicate opinions
	
	Level 4


* This is adapted from the Kidderminster Curriculum for Children and Adults with Profound Multiple Learning Difficulty (Jones, 1994, National Portage Association).

FACIAL SIGNS

Appearance

	Information / instructions
	Appearance when content
	Appearance when distressed

	Ring      the word that best 
describes the facial 
appearance
	Passive         Laugh           Smile         Frown

Grimace

Startled 
         Frightened

Other:
	Passive         Laugh        Smile              Frown

Grimace

Startled 
              Frightened

Other:


Jaw movement
	Information / instructions
	Movement when content 
	Movement when distressed

	Ring    the word that best  
describes the jaw 
movement
	Slack

Grinding 
Biting

Other:
	Slack

Grinding

Biting

Other:


Appearance of eyes
	Information / instructions
	Appearance when content
	Appearance when distressed

	Ring      the word that best 
describes the 
appearance 

	Good eye contact 
Little eye contact

Avoiding eye contact
Closed eyes

Staring
  
Sleepy eyes 



‘Smiling’
   
Winking

  Vacant
  

Tears

Dilated pupils 

Other: 
	Good eye contact 
Little eye contact

Avoiding eye contact
Closed eyes

Staring
  
Sleepy eyes 



‘Smiling’
   
Winking

   Vacant
  

Tears

Dilated pupils 

Other: 


SKIN APPEARANCE
	Information / instructions
	Appearance when content
	Appearance  when distressed

	Ring      the word that best  
describes the 
appearance
 
	Normal

  Pale
             Flushed

Sweaty

Clammy

Other: 
	Normal

  Pale
                Flushed

Sweaty

Clammy

Other: 


 VOCAL SOUNDS  (NB. The sounds that a person makes are not always linked to their feelings)

	Information / instructions
	Sounds when content
	Sounds when distressed

	Ring      the word that best  
describes the sounds
Write down commonly used sounds (write it as it sounds; ‘tizz’, ‘eeiow’, ‘tetetetete’):

……………………………….

………………………………

………………………………


	Volume:
  high           medium              low

 Pitch:     high            medium             low

Duration:  short       intermittent         long 

Description of sound / vocalisation:            Cry out
      Wail
         Scream         laugh

Groan / moan            shout
              Gurgle

Other:


	Volume:
  high                 medium              low

 Pitch:      high                medium              low

Duration:           short           intermittent        long 

Description of sound / vocalisation:            Cry out
         Wail
Scream        laugh

Groan / moan              shout
      Gurgle

Other:


SPEECH
	Information / instructions
	Words when content
	Words when distressed

	Write down commonly used 
words and phrases. If no words are spoken, write NONE
	
	

	 Ring   the words which best 
describe the speech


	Clear
  Stutters      Slurred           Unclear 

Muttering            Fast                        Slow

Loud                   Soft
            Whisper

Other:


	Clear
  Stutters        Slurred
Unclear       

Muttering                   Fast                      Slow

Loud

      Soft
            Whisper

Other:


HABITS & MANNERISMS

	Information / instructions
	Habits and mannerisms when content
	Habits and mannerisms  when distressed

	Write down the habit or mannerism. E.G. “Rocks when sitting”
	
	

	Write down any special comforters, possessions or toys this person prefers.
	
	

	Please  Ring   the statement which best describes how comfortable this person is with other people being physically close by
	Close with strangers   

Close only if known

No one allowed close

Withdraws if touched
	Close with strangers

Close only if known

No one allowed close

Withdraws if touched


BODY POSTURE
	Information / instructions
	Posture when content
	Posture when distressed

	Ring   the word that best    
describes how this 
person sits and stands.

 
	Normal   
Rigid

Floppy

Jerky                 Slumped                Restless 

Tense          Still          Able to adjust position

Leans to side
              Poor head control 

Gait: Normal / Abnormal

Other:
	Normal
                  Rigid

   Floppy


Jerky
             Slumped 
               Restless 

Tense
      Still              Able to adjust position 

 Leans to side
                  Poor head control 

Gait: Normal / Abnormal

Other:


BODY OBSERVATIONS
	Information / instructions
	Observations when content
	Observations when distressed

	Describe the pulse, breathing, 
sleep, appetite and 
usual eating pattern, eg. eats very quickly, takes a long time with main course, eats puddings quickly, “picky”.
	Pulse:

Breathing:

Sleep:

Appetite:

Eating pattern:
	Pulse:

Breathing:

Sleep:

Appetite

Eating pattern


Information and Instructions 

	Whenever we communicate face-to-face we don’t just use words or writing. Our face reveals emotions such as joy, contentment, fear, anger and sadness. Our voice can provide clues through its tone and quality. Hands are used extensively to emphasise, illustrate or hide our feelings. Posture  shows our feelings and can indicate whether we are being defensive, trusting or frightened.

DisDAT is 

Intended to help identify distress cues in people who because of cognitive impairment or physical illness have severely limited communication.

Designed to describe a person’s usual content cues content, thus enabling distress cues to be identified more clearly.

NOT a scoring tool. It documents what many staff have done instinctively for many years thus providing a record against which subtle changes can be compared. This information can be transferred with the client or patient to any environment.

Only the first step. Once distress has been identified the usual clinical decisions have to be made by professionals.

Meant to help you and your client or patient. It gives you more confidence in the observation skills you already have which in turn will help you improve the care of your client or patient.

WHAT TO DO

1.    Observe the client when content and when

       distressed- document this on the inside pages.

       Anyone who cares for the patient can do this.

2.   Observe the context in which distress is occurring.

3.   Use the clinical decision distress checklist on

       this page to assess the possible cause.

4.   Treat or manage the likeliest cause of the distress.

5.   The monitoring sheet is a separate sheet which

       may help if you want to see how the distress changes

       over time.

6.    The goal is a reduction the number or severity of 

       distress signs and behaviours.

Remember

· Most information comes from the whole team in partnership with the family.

· The assessment form need not be completed all at once and may take a period of time.

· Reassessment is essential as the needs of the client or patient may change due to improvement or deterioration.

· Distress can be emotional, physical or psychological. What is a minor issue for one person can be major to another. 
· If signs are recognised early then suitable interventions can be put in place to avoid a crisis. 
	Clinical decision distress checklist 

Use this to help decide the cause of the distress


Further reading
Regnard C, Matthews D, Gibson L, Clarke C, Watson B. Difficulties in identifying distress and its causes in people with severe communication problems. International Journal of Palliative Nursing, 2003, 9(3): 173-6.

Distress may be silent,

but it is never hidden


DisDAT Monitor
Patient:_______________________ Start month:________ Year:_____

	Q 1 
Is the sign/behaviour of distress present?  
If No, write A (Absent),  if Yes, go to next question

Q 2
Is it moderately affecting on the day?

If No, write B (Brief),  if Yes, go to next question

Q 3
Is it dominating the day?


If No, write C (Caution),  if Yes, write D (Dominates)


Score based on PACA. (Ellershaw J)

Patient sign or behaviour of distress: (EXAMPLE):   grimaces
	DATE
	13
	14
	15
	16
	17
	18
	19
	20
	21
	22
	23
	24
	25
	26
	27
	28
	29
	30
	1
	2
	3
	4
	5
	6
	7

	D ominates
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	C aution
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	B rief
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	A bsent
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:

	DATE
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


	D ominates
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	C aution
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	B rief
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	A bsent
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:

	D ominates
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	C aution
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	B rief
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	A bsent
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:

	D ominates
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	C aution
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	B rief
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	A bsent
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:

	D ominates
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	C aution
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	B rief
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	A bsent
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:

	D ominates
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	C aution
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	B rief
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	A bsent
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:

	D ominates
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	C aution
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	B rief
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	A bsent
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:

	D ominates
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	C aution
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	B rief
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	A bsent
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


TOTAL number of categories (NB. The goal is a reduction the number or severity of distress signs and behaviours.)
	DATE
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	D ominates
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	C aution
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	B rief
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	A bsent
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


DisDAT Monitor
Patient:_______________________ Start month:________ Year:_____

Document the daily frequency of each distress sign or behaviour with a (
Mark down the usual time each sign or behaviour lasts in minutes

Patient sign or behaviour of distress: (EXAMPLE):   grimaces
	DATE
	13
	14
	15
	16
	17
	18
	19
	20
	21
	22
	23
	24
	25
	26
	27
	28
	29
	30
	1
	2
	3
	4
	5
	6
	7

	Frequency


	(
(
(
(
(
	(
(
(
(
	(
(
	(
(
(
	(
	(
(
	(
	(
	
	(
	
	(
	
	
	
	
	
	
	
	
	
	
	
	
	

	How long?
	10
	12
	6
	8
	5
	5
	2
	<1
	-
	1
	-
	1
	-
	-
	-
	-
	-
	-
	-
	-
	-
	-
	-
	-
	-


	DATE
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:
	Frequency


	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	How long?
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:
	Frequency


	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	How long?
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:
	Frequency


	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	How long?
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:
	Frequency


	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	How long?
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:
	Frequency


	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	How long?
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Patient sign or behaviour of distress:
	Frequency


	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	How long?
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


TOTAL

	Total frequency


	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Total 

time


	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Appendix 6

Appendix 7

Develop alternative care plan





                E





Referral discussed by CLDT/Assessment Centre.  Does the person meet the criteria for pathway? (1)





Referral made (to any part of the service) e.g. at transition from child to adult services, or move into area





No





                I





Yes





Develop alternative care


plan





No





Should Pathway be launched?





Yes





‘Best placed person’ (2) to complete Holistic Assessment (3) (attached) Health Action Planning begins





Best Placed Person feeds back assessment to CLDT.  Consider CPA registration (refer to CPA Policy).  CPA level agreed by CLDT





Is additional assessment indicated? (During CLDT discussion or as indicated by referral criteria for individual professionals)





Refer to appropriate professional(s) for additional assessment (attached) (4)





Yes





No





Individual professionals’ recommendations





Best Placed Person Formalises Holistic Intervention Plan





Individual professional(s) interventions (if required)





CPA Care Plan Produced Copy to GP





Need for staff training identified by Best Placed Person or identified professional?





Yes





Plan training (within 2 months)





No





Refer to appropriate professional for assessment (4)





Health Action Plan Complete





Delivery of planned intervention – see daily checklist (attached) (5)





Additional needs identified prior to review





Within 6 months





After 12 months





Review of  Holistic Assessment and Holistic Intervention Plan





Initiate moving on Pathway





Continue Holistic Intervention Plan unchanged





Development of Holistic Intervention Plan





or





or





                E





                I





ANY OTHER COMMENTS?





COGNITIVE SKILLS





SEXUALITY





PSYCHOLOGICAL AND EMOTIONAL WELL-BEING





ENVIRONMENT





EATING AND DRINKING





MOBILITY





ACTIVITIES





DAILY LIVING SKILLS





COMMUNICATION





GENERAL HEALTH





If you require any help or further information regarding DisDAT please contact:


Lynn Gibson   01670 394 260           


Dorothy Matthews   01670 394 179 


Dr. Claud Regnard   0191 285 0063 or e-mail on 	� HYPERLINK mailto:claudregnard@stoswaldsuk.org ��claudregnard@stoswaldsuk.org� 








Is the new sign or behaviour? 


Repeated rapidly?�Consider pleuritic pain (in time with breathing)�Consider colic (comes and goes every few minutes)�Consider: repetitive movement due to boredom or fear.


Associated with breathing?�Consider: infection, COPD, pleural effusion, tumour 


Worsened or precipitated by movement?�Consider: movement-related pains 


Related to eating?�Consider: food refusal through illness, fear or depression�Consider: food refusal because of swallowing problems�Consider: upper GI problems (oral hygiene, peptic ulcer, dyspepsia) or abdominal problems.


Related to a specific situation?�Consider: frightening or painful situations.


Associated with vomiting?�Consider: causes of nausea and vomiting.


Associated with elimination (urine or faecal)?�Consider: urinary problems (infection, retention)�Consider: GI problems (diarrhoea, constipation)


Present in a normally comfortable position or   situation?�Consider: pains at rest, infection, nausea.











Posture & observations when DISTRESSED


Posture





Observations





Posture & observations when CONTENT


Posture





Observations





Habits and mannerisms when DISTRESSED


Habits





Mannerisms





Comfortable distance





Habits and mannerisms when CONTENT


Habits





Mannerisms





Comfortable distance 








Vocal signs when DISTRESSED


Sounds





Speech





Vocal signs when CONTENT


Sounds





Speech





Facial appearance when DISTRESSED


Face





Tongue/jaw





Eyes





Facial appearance when CONTENT


Face





Tongue/jaw





Eyes
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     Yes - register





No – do not   register





Arrange multi-disciplinary meeting of all those involved.  Invite carers
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