Young Physically Disabled Adults: Out of Sight and Mind
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"

I am deeply disappointed with the inordinate time (well over a year) it has taken social work to process my community care assessment”.

“None of these things I can do (with the help of a personal assistant) would have been possible with the council care which required me to adapt to them rather than to me. Having help under my direction allows space, time and energy to re-invent myself and presents opportunities for creativity, learning and growing. Planning with my PAs allows me to see a future with more promise, have a life with more balance and not feel deskilled”. (ServiceUser)
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A BRIEFING PAPER FOR MSPs AND OTHERS





The purpose of this bulletin is to make you aware of the difficulties and discrimination faced by many young physically disabled adults. Their needs are much neglected, and often not even recognised. Considerable improvements could be made at little extra cost by better organisation and the provision of services tailored to the needs of younger people.





Signposting for Health and 


Quality of Life





The research has been done, the evidence gathered, and many professionals, users, patients and carers have contributed their experience and views. We have some of the answers, but are finding it difficult to identify anyone to pay attention to our concerns! In the meantime the quality of life for some of our most vulnerable people, despite all the legislation and ‘best of intention’ rhetoric, can be abysmal. Look at the evidence presented here and make you own judgment as to how you can help.





In Scotland there are some 8000 people aged between 16 and 64 years who have a severe ‘physical’ disability caused by, for example, brain injury, multiple sclerosis, stroke, muscular dystrophy, arthritis and hearing and vision impairment.  Most live in their own homes.  Probably about 15% are permanently resident in care homes: usually in care homes which cater mainly for older people, but a few in homes specially equipped and staffed to meet the needs of younger residents. Many of these younger residents have a life expectancy of 40 years or more. 





The great majority of young physically disabled adults live an unnecessarily impoverished existence: not being able to access the services and opportunities they need and sometimes even being unaware of the possibilities that exist to help them to achieve their potential.






































� HYPERLINK "http://www.disabilitydebate.org/our_10_priorities/9_tackle_health_inequalities.aspx" \o "9. Tackle health inequalities" �9. Tackle health inequalities� 


� HYPERLINK "http://www.disabilitydebate.org/our_10_priorities/10_effective_legislation.aspx" \o "10. Effective legislation" �10. Effective legislation� 





� HYPERLINK "http://www.disabilitydebate.org/our_10_priorities/our_10_priorities_in_scotland.aspx" �Our 10 Priorities in Scotland� 


Our 10 Priorities


Changing Britain for good - putting disability at the heart of public policy


Effective public policy depends on social justice for disabled people


For years we have talked about disability rights as an issue for a minority.


In reality, as the DRC’s Disability Debate, launched in June 2005, has established, Britain’s main public policy goals – economic prosperity, full employment, an end to child poverty, better health, less crime – will fail unless the experiences of people with impairments and long term health conditions are acknowledged and addressed.


We cannot achieve the goal of full employment unless we secure greater opportunities for people with impairments and long term health conditions – who form 40 per cent of all people out of work. 


We cannot tackle child poverty unless our strategies are effective in helping the 68 per cent of two parent families where at least one parent has an impairment or long term health condition – in other words, there are one million disabled parents who are without work and their children are living in poverty. 


We cannot achieve gender equality while so many women provide unpaid care in the absence of entitlements to effective independent living services. 


We cannot create a "knowledge economy" unless we tackle the skills deficit among disabled people who form 35 per cent of the total number of people without any formal qualifications. 


We cannot deal with future housing demand in an ageing population unless we have a more accessible housing stock. 


We cannot address the health of the nation unless we tackle the fact that some disabled people are particularly likely to suffer from preventable illness and early death: for instance, diabetes, obesity, coronary heart disease and stroke are much more common in people with long term mental health problems or learning disabilities than in the population generally. 


The inequality experienced by disabled people is the inequality Government must address if it is to reach many of its core social and economic goals. Disability can no longer be ignored without risking massive public policy failure.


And yet disabled people are still viewed as a clearly demarcated minority dealt with through "special" policies. We have excellent civil rights legislation for disabled people – but no explicit consideration of impairments and health conditions in child poverty strategies. We have a huge system of welfare benefits and social care specifically for disabled people but this leaves them in a ghetto, because there is much lower investment in supporting them to participate and contribute – in work, education, community and family life – so that they can fully belong.


Over time, the low expectations that such policies and attitudes generate have institutionalised discrimination and disadvantage. We live in a society apparently content to have huge numbers of its citizens dependent on welfare rather than using resources to invest in releasing their potential.


The costs to disabled people and wider society are enormous and will grow unless we take a different course.


What is needed is the political will to challenge this exclusion in all its forms. The new Disability Equality Duty for the public sector, introduced by the Disability Discrimination Act 2005, provides fresh impetus to ensure national and local policy makers build disability into policy making from the outset. We hope our agenda will help provide direction as they implement these new positive duties.


In the next phase of developing a new agenda on disability, we invite you to participate in developing the solutions to the main issues we have identified. We believe the outcomes of success could be both social justice for disabled people and successful achievement of broader societal objectives in which everyone in Britain has a stake.


Thank you for your contributions so far and I look forward to working with you to help develop a radical and transformative new agenda for action.


Bert Massie�Chairman, DRC











Inappropriate ethos: focus on care rather than on promoting normal activities.


Lack of ongoing rehabilitation interventions for those living at home and little if any such interventions for those in care homes: resulting in preventable loss of physical and psychosocial function, increasing dependency, and even permanent damage (eg muscle shortening or contractures). 


Social isolation: little or no access to ‘ordinary’ community living options such as shopping, going out for a meal, hobbies; need for social/sexual relationships and privacy ignored. 


Difficulty in accessing services and in finding out what is (or could be) available; long delays in obtaining Community Care Assessments; difficult and tortuous processes - eg in accessing Direct Payments, wheelchairs, equipment and repairs. 


Lack of information, guidance and opportunity for self-help 


Services responding poorly to individuals’ interests and potential in terms of physical and psychosocial function. Little/no opportunity for employment or meaningful activity.




















Care staff not recognising signs indicative of physical ailments (eg tooth abscess, nail infection) or which are characteristic of conditions such  as Huntington’s or Parkinson’s disease (eg behavioural ‘disturbance’, inability to eat ‘properly’). Also lack of attention to basic oral hygiene, skin care, nail-cutting etc. 


Inappropriate placement in care homes; procedures for assessing residents’ potential and for facilitating discharge very unsatisfactory.


Reluctance or refusal of health/social services to provide specialist equipment.


Little or no input to care home residents from specialists (eg community physical disability teams; physical disability rehabilitation units; nurse and other specialists in diabetes, heart failure, MS, epilepsy, stroke, Parkinson’s disease and brain injury). 





     If existing resources were to be deployed more  coherently, efficiently and effectively much could be achieved, at least on the ‘health’ side at little or no additional cost.








Some of the problems faced by many people who have a severe ‘physical’ disability








‘Outreach’ workers employed by voluntary and other organization to support  young adults severely disabled with conditions such as multiple sclerosis, acquired brain injury, muscular dystrophy, epilepsy and Huntington’s disease, found  prolonged delays in assessments and in obtaining services and equipment to be the norm. Information about existing services and opportunities was lacking, and it was difficult or impossible to find out how requests for assessments, equipment and services were being progressed. When services eventually were received they were generally inappropriate - unless clients were able to obtain a Direct Payment (in order to employ their own ‘personal assistant’) or to receive support from a specialist agency.





 Staff focused on doing things for clients rather than helping them to do 





things for themselves, and were 


unwilling to do even simple household tasks which they regarded as outwith their remit. There were several reports of leaving a client on the floor because they were not allowed on their own to pick anyone up, and others where the carer had left immediately after preparing a meal in case the disabled person were to choke whilst eating. There were two instances where a disabled mother was not allowed to accompany her child when a care-worker was taking the child to an activity such as ice-skating or for a walk in the park. And care-workers had refused to attend clients when the spouse (or even a friend) was also in the house (on the grounds that they could be doing the caring).





Several of the ‘outreach’ workers immediately identified serious problems relating to a disabled person 


or to the household that health and 





Physically disabled people should be able to enjoy life to their full potential in the same way people with a learning disability or mental health problem are helped to do. This means encouraging them to identify their own needs and helping them to make choices. A much more diverse range of opportunities for rehabilitation, meaningful activity and enjoyment is required, and a radical change of ethos from ‘doing things for people’ to encouraging and helping people to do things for themselves.














social work professionals had either not themselves identified or had failed to address.








Experiences of severely disabled people living at home

















session of just one hour per person per week


she soon :





started to reverse long-established       negative behaviour patterns.


improved social contact and integration


among those fully mentally alert young and elderly people who were scattered throughout the home.


re-established and increased self-  confidence, self-esteem and independence.


identified and developed previously hidden cognitive abilities.


enabled residents themselves to identify and focus on their own chosen goals.   


changed the individuals’ role (although for only one hour per week) from being perpetually passive to being in control and able to do as they wish.





However she was frustrated by her inability to change the culture of the home, or to introduce small changes such as the mix of residents at dining room tables. Everything was organized around a routine that was “in with the brickwork” with no-one willing to take responsibility. Changes in physical health and behaviour were accepted without exploring possible causes or trying to resolve underlying problems.





� “Many care home residents had contractures of their limbs and most nursing staff were unsure of how to prevent them. The physiotherapist was able to teach care staff simple manoeuvres to help prevent muscle shortening..





“The physiotherapist involved care home staff  in discussions of  residents’ problems and needs, working up a care plan, and having short learning sessions around topics such as correct positioning, passive movements and the use of splints. This enabled them to contribute to residents’ rehabilitation, particularly when the physiotherapist was not available.”





With only three hours input to one care home each week, a physiotherapist was able  within a few weeks to benefit 12 out of 20 residents by:


improving or maintaining the range of movement and independent function.


reducing manual handling thus improving the residents’ self-esteem. 


correct positioning in chair/bed to permit improved function and reduce contractures





Input from an occupational therapist (OT) was also invaluable. With a treatment 
































    What a Physiotherapist and OT found and achieved in care homes:














“There are no ‘Just in case’ medications in care homes: so end-of-life symptom management is often sub-optimal”.


(Palliative Care


Nurse)











“Bureaucracy, low staffing levels, lack of career development and negative reporting all contribute to poor care staff morale”.


 “Recreational activity is seen to be an unnecessary extra in care homes, and is therefore often provided by unqualified staff as and when the shift rota allows.  The staff that do provide this service are poorly supported, and feel undervalued by management and put upon by care staff” (Professional Staff Focus Group)

















The need for younger disabled adults and elderly people are entirely different, and it is unacceptable for them to be supported in the same environment or by the same staff.








A minority of residents was permitted to venture out alone, and only after successfully completing a ‘transport assessment’. Any accident outside the home usually results in residents’ freedoms being curtailed.  Residents needing assistance to venture out left the home rarely or never”.


“Most care homes claim to have a strong ‘moving-on’ ethos, but often little effort is made to achieve this. In particular, none of the 10 homes we had experience of working in had ‘Adapting to Daily Life’ (ADL) kitchens or a ‘moving-on’ programme. For some residents lack of accessible housing affects opportunities to move on.  The process of identifying suitable housing and implementation of a Direct Payment can take years”.








Some observations from the Centre for Disability Research,


 University of Glasgow (interviews in 10 care homes)








“Staff and relatives routinely assess residents as incompetent and incapable of making choices and decisions.  Assumed incompetence pervades attitudes and practices within homes – adversely affecting self-perception, self-confidence and self-esteem. All care home residents regardless of age seem to be treated the same: as in need of protection and as asexual beings incapable of making decisions about embarking upon intimate relationships”.





“Residents freedoms are very restricted: opportunities for everyday life are curtailed.


A minority of residents was permitted to venture out alone, and only after successfully completing a ‘transport assessment’.  Any accident outside the home usually results in residents’ freedoms being curtailed.  Residents needing assistance to venture out left the home rarely or never”.





“Most care homes claim to have a strong ‘moving-on’ ethos, but often little effort is made to achieve this.  In particular, none of the 10 homes (explain these?) have Adapting to Daily Life (ADL) kitchens or a ‘moving-on’ programme. For some residents lack of accessible housing affects opportunities to move on.  The process of identifying suitable housing and implementation of a Direct Payment can take years”.











“Several residents – even some who had the family home specially adapted and/or extended to enable them to live there – had been admitted to a care home because of inadequate care at home”.


“Staff and relatives routinely assess residents as incompetent and incapable of making choices and decisions.  Assumed incompetence pervades attitudes and practices within homes – adversely affecting self-perception, self-confidence and self-esteem. All care home residents regardless of age seem to be treated the same: as in need of protection and as asexual beings incapable of making decisions about embarking upon intimate relationships”.


“Residents’ freedoms are very restricted: opportunities for everyday life are curtailed.





�





“We have waited ages for this lady to be assessed by social services: she is classified as        ‘residential’ but has needed total nursing care for the past six months”. 


(Care Home Staff)











Urgent actions needed for young physically disabled adults living at home











Issues raised by care-home managers and other participants in workshop non-cancer palliative care programme workshop (November 2005) 


Deficient communication, information and coordination (14 refs) 


Poor quality of life for residents (11 refs) 


Need for more stimulation, life, new ideas and creative thinking �(8 refs) 


Need for better training and employment prospects for staff (7 refs) 


Excessive bureaucracy (5 refs) 





        





Establish a home care/support service designed to meet the needs of younger physically disabled people. Staff would be specially trained and include members with specialist knowledge and skills relating to the support of people with sometimes ‘difficult-to-manage’ conditions such as Huntington’s disease and acquired brain injury.


Develop assessment procedures that encourage self-assessment and emphasise what the individual can or could do rather than the negative.


Streamline procedures, minimise delays and keep users informed of the progress of their application.


Institute procedures for goal setting, clinical decision making and audit in order to ensure the most effective and efficient use of resources.


Establish mechanisms for ensuring that no individuals as possible ‘slip through the net’.








Ensure ready access for individuals to information about services, opportunities (including self-management) and their own medical condition.


Adopt innovative rehabilitative    interventions: eg intermittent intensive inputs, carer participation in rehabilitation programmes. 


Promote opportunities for meaningful activity (including exercise) and flexible employment opportunities (paid as well as voluntary).


Develop the service in accordance with evidence: eg. from models of good practice, local practitioners, voluntary organisations, ‘expert groups’ and from academic departments.�





In order to meet the ‘social’ needs of younger physically disabled adults it is necessary to secure more funding for this client group - to the levels available for people with a mental health or learning disability.


�





Much of the evidence presented above and the report itself was funded by a grant 


to NHS Greater Glasgow from the Big Lottery Non Cancer Palliative Care Programme


For further information contact either 





the programme co-ordinator  Dr John Womersley (e-mail � HYPERLINK "mailto:John.Womersley@virgin.net" ��John.Womersley@virgin.net�) 





Disability Information Greater Glasgow (DIGG)


Chapel Street Estate, Maryhill, Glasgow, G20 9BD Tel No. 0141 945 5036 / 2820


Email: � HYPERLINK "mailto:info@digg.org.uk" ��info@digg.org.uk�    Website: � HYPERLINK "http://www.digg.org.uk" ��www.digg.org.uk�


Charity Number: SCO32511





Residents’ assisted to participate in everyday life outside the home, and where possible to go out on their own. Also respecting their needs for relationships and privacy. 





The fact that that some degree of risk is necessary for normal living should be accepted. 


  rather than obstructed.





Programmes of meaningful activities (including exercise) provided within and outside care homes.  Development of a structured activities training programme for staff. Participation of volunteers encouraged





Trainee/student nurses, physiotherapists and OTs  and social care staff encouraged to undertake periods of work in care homes.  Newly qualified personnel to experience  working in care homes under the supervision of senior staff.





Implementation of these suggestions will bring much needed specialist expertise to care homes, will greatly improve communication between care-home staff and professionals outside, will promote the development of a more positive culture and ethos, and give a much-needed boost to staff morale. Opening up care homes to professionals and others from the world outside will reduce their isolation, make problem areas more readily identifiable, and thereby drive up standards by a process of natural improvement rather than inspection and sanction. 








        Urgent actions needed for young physically disabled adults in care homes


Quotes from Care Home Staff ( ? groups)








“The social work assessment procedure is enough to put off finishing the application (for funds and services): everything is about what you cannot do rather than the positive” (Service-user)














“It’s crazy. District nurses come in to do dressings for residents classed as ‘residential’, but there are nurses in the home for residents who are classed as ‘nursing’.





“I didn’t know we could contact the hospice for advice”.





“Staff come in to start their shift early because no time is given to include a report/handover update about residents and events. Staff also bring in their own toiletries for residents”.











“Our desire to regulate takes precedence over what really matters: the quality of care.  Old-fashioned premises where the care staff are well supervised and totally committed might well be preferable to a spanking new facility with no soul.  You cannot legislate for soul” (Julia Neuberger, 2005)








“Staff receive little information when residents are admitted to a care home. And NHS professionals who visit often exclude care home staff from discussions of patient care”





Holistic assessment of all younger physically disabled adults before admission to a care home. This should focus on what the person can and could do (ie potential) rather than on the negative - ie quite different from the present situation. �


Strictly-monitored adherence to a care plan with regular re-assessment and review, always considering the possibility of transfer to more suitable accommodation. �


Much improved training for care home staff NHS staff involved with training in care homes should adopt a more ‘hands on’ approach. Work based learning has been shown to improve effective learning. If this model is adopted, care home staff will be more able to implement best practice within the care home and residents can benefit from improved care standards.





Clearly defined procedures for referral for specialist help (eg specialist nurses, medical staff, ‘condition-specific’ voluntary organisations and others) and for the provision of specialist equipment: chairs, beds, physiotherapy and OT appliances etc.�


Considerable reduction in paperwork and other bureaucratic demands. Creative thinking, questioning and debate encouraged rather than passive acceptance of the status quo. �





Quotes from care home staff (Focus Groups)





“Our colleagues in the NHS often treat us with disrespect as though we know nothing.  I am a nursing home nurse because I want to be, not because it is the only job I can get”.











An observation from a care home manager





“Exercise and activities may be important for residents, but the demands of the Care Commission have to come first”.
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