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1. Introduction and background

In an earlier project (van Dijk, Maassen-Bakker, Klein Kranenbarg & Verstraten, 2004) it was shown that there is hardly any literature available on the combination of visual impairment, intellectual disabilities and ageing. Three subgroups can be distinguished: people with visual and intellectual disabilities who are growing older, older people with intellectual disabilities and already existing but unrecognised visual impairment, older people with intellectual disabilities and acquired visual impairment later in life. We will refer to all of them as ageing MDVI-clients (multiple disabilities with visual impairment). 
Integrating the scarce literature leads to the following conclusions: 

· This vulnerable group is challenged by a limited overview of situations and events, declining learning abilities, dependency of a stable and predictable environment, decline of locomotor abilities, risk of auditory impairments.

· There is a high risk of isolation, loneliness and loss of social contacts.

· And there is an increasing risk of cognitive deterioration, as in dementia. 

· Usually problems are multiple: intellectual, sensorial and motorial.

· The declined ability to compensate for losses may lead to irritability, stress and aggression.

· We need to adapt in a flexible manner to the changing needs of these MDVI-clients.

· We need to focus on observation and assessment of geriatric diseases, on increasing individuality of ageing clients and on quality of life issues. 
Additional study of clients’ records and conversations with professionals working with this group have confirmed these conclusions and produced important input for the following recommendations: 

· Develop a professional vision on quality of life.

· Maintain familiar social networks.

· Keep on encouraging clients.

· Choose an experience oriented approach.  

· Make use of one’s sensorial capacities.
· Make use of one’s life history.

· If necessary, develop a specific care programme for older MDVI-clients.

· Use a systematic approach for timely recognition, assessment, advice, treatment and support.

In order to put these recommendations into practise a new project started in May 2008, with the long title: ‘Working life stage oriented with people growing older with a visual and intellectual disability’, shortened to ‘Ageing with multiple disabilities’. The objectives of this project are:

· Development of a vision that supports our work regarding visual and intellectual disabilities in combination with ageing of our clients.

· Realization of that vision by means of a number of concrete steps, including prioritizing steps, carrying out these steps within the realm of this project and developing follow-up projects. 
2. The importance of a vision
Every professional has a vision. A vision represents a certain point of view, an opinion. Such a vision originates from used values and standards; cultural and social contexts, personal experiences, but also wishes, objectives and expectations for the future. A vision stipulates (usually unconsciously) how you act. Awareness of a vision can produce answers to questions such as why and how you do things.

For organizations such as Sensis it is important to have a common vision and to communicate it clearly. From a common vision you can review your own actions as a professional. This vision needs to be transmitted in the organization and is the basis to provide quality care in the organization. Every (organizational) change, both large and small, is grounded by a vision. A vision is dynamic and must be kept alive by discussion and adaptation and by questioning each other. 
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Ageing with multiple disabilities’ started with developing a vision on people with a visual and intellectual disability, who are ageing. After development of our vision within the project group, we could compare this vision with the mission of the organization and see if it would fit in with the organization plan. By this way the project group could substantiate their future project plans and carry them out.

3. Vision development procedure

Our vision was developed by making use of the nine support areas of the AAIDD-model (American Association on Intellectual and Developmental Disabilities):

1. Development 

2. Life-long learning
3. Home living 

4. Community living 

5. Employment 

6. Health and safety 

7. Behaviour 

8. Social activities 

9. Protection and advocacy 
Our vision was developed by associating to these themes and collective discussion with a group consisting of eight professionals with a different professional background. Our results are summarised here. 
3.1 Development.
Development must be stimulated to maintain skills, both on the physical and on the social emotional level. In practice the main aim of this stimulation is preservation of skills and prevention of deterioration. Because of this the client preserves his sense of dignity. To be able to identify any decline and in order to support the client in accepting this decline, it is necessary that it is measurable. Observations, measurements and interpretations should be discussed in core teams on a structural basis. Supporting acceptation of decline and motivating the client in a new life stage is an important task of people who work with these ageing MDVI-clients.

3.2 Life-long learning
Learning is possible at all ages. It doesn’t stop at a certain age. However, ways of learning do change when people grow older. Learning interest becomes much more individual. Therefore, learning should be focussed on the frame of reference of the client and take place in short periods of time. There is a change from learning of one’s own mistakes to learning of good examples and doing things together. 

Preservation of the thinking faculty and of memory can be reinforced by talking with the client about former days (reminiscence). It is important that life history and life experiences of the client are documented; not only on paper but also by means of other materials. It is important for the caregiver to know what touches or moves the client, especially when the client’s own memory has declined.  

3.3 Home living
Activities in and around the house give structure to a day. It gives clarity and calmness to the aging client.

Maintaining social behaviour rules, and maintaining values and standards according to a person’s life history, offer a grip on life for the client. Philosophy of life can become more important when a client ages. This ideology or religiosity should be documented in the personal support plan of the MDVI-client. Social network activities should be included likewise.

As mobility declines it is usually easier to receive guests than to go on a visit. The role of the professional is to support and coordinate visits of and to the person’s social network.

Decline of physical condition demands more professional care for personal hygiene. 

Processing stimuli can become more difficult at old age as a result of cognitive decline. Professionals should be aware of this and be able to take this into account at activities. Therefore they need to have well developed skills in observing their client’s behaviour. 
Cognitive problems like dementia, ask for a stable environment and optimizing recognition. Guidelines for optimizing the environment for multiple disabled people with dementia have to be developed regarding the physical environment, group size, group members, general health, competences of professionals etc.  

3.4 Community living

Participation of the ageing MDVI-client depends much on maintaining existing structures and psychological safety. Habits must be maintained. Depending on a client’s wishes one can look for cooperation with other local agencies occupied with older adults in general. 
3.5 Employment
Work, in the sense of daily duties, also gives structure to the day and with that to living. People with a visual and intellectual disability usually retire at an earlier age than 65. There is flexible retirement for this group. Work activities should be adapted to ageing with regard to speed required for the activities; planning relaxation and rest, and the amount of stimuli a person can process. Professionals should be able to watch the balance between straining and relaxing activities.  

3.6 Health and safety
As people grow older the risk for health problems and the need for safety increases. Objective observations are necessary to identify stabilisation or deterioration of health. Regular medical examination will help to recognise health problems at an early stage. 
Use of maintenance medication should be evaluated at least once a year. 
Difficulties in sleep-wake rhythm are well known for people with intellectual disabilities as well as in the case of blindness. As these rhythms also change with ageing, this aspect needs special attention. Observation and recording of sleep-wake rhythms are necessary and need to be deliberated between those professionals working at night and those who work during the day. 
A recognizable and adapted environment will create more safety for the client. Nutrition should be adapted to the changing energy balance at old age, especially in the case of health problems. 
It is important to have knowledge about what wishes the ageing MDVI-client has regarding his death and funeral and about his needs in the last stage of life. Preferably these topics have been discussed with the client or his representative before serious health problems occur. 
Policy on palliative care and (non-)resuscitation should be known.

3.7 Behaviour
As a result of lessening flexibility, behavioural adaptations become more difficult. This may result in grumbling or sturdiness. In order to be able to interpret these and other behavioural changes (as in dementia) it is necessary to have knowledge about relevant aspects of behaviour in earlier years. In the event a documented life history is not available one should ask relatives for this information. 

Professionals working with these ageing clients should be flexible and be able to adapt to a diversity of behavioural differences and individual characters in a respectful manner. Different interest of individual MDVI-clients living in the same unit have to be considered. After all, these interests may be conflicting. 

3.8 Social activities

Many social activities of our clients concern the maintenance of their social network. This social network should be documented and kept up-to-date. Because of sickness and death of relatives and friends the size of the network decreases. Support in dealing with this grief is necessary as well as prevention of loneliness and isolation. Participation in social activities will need more support and will concentrate on a smaller and a more close group of relatives and friends.  

The needs of a person regarding his intimacy and sexuality should be respected and documented in one’s personal care plan. 
3.9 Protection and advocacy 

Sometimes these ageing clients need more support in making choices. Often a member of the client’s personal network is appointed as a representative in terms of custody, mentorship or guardianship. As these representatives are ageing too, sometimes new legal agreements have to be made, that need to be documented in the client’s file. Support from the care institute may be necessary and will be part of the care plan in these occasions. 
4. From vision to practice

In order to make our vision more concrete, we used the method of objective oriented project planning (OOPP). For each support area we made an inventory of existing problems and we formulated objectives for improvement. These objectives could be categorised in four result areas. These result areas are:

1. improving expertise by training;

2. development of protocols for working methodically;

3. environmental adaptations;

4. support of social network.
Finally concrete activities have been determined for every result area.

4.1 Improving expertise by training

At this moment we are setting up a training programme that will include many topics related to ageing. Before putting this into practice we first want to describe the professional competences needed to work with our ageing MDVI-clients. However, themes that will surely be included in the training programme are: 
· physical aspects of ageing 

· mental aspects of ageing (emotional and cognitive) 

· social aspects of ageing 

· perception of ageing 

· consequences for caregivers 

· pathology and behavioural changes 

· dementia 

· depression 

· mobility 

· bereavement 

· acceptance of deterioration 

· reminiscence 

· changes in learning 

· aids and adaptations 

4.2 Development of protocols for working methodically

Recently a new method for working with a support and care plan has been developed, that meets all requirements of the government and our healthcare system regarding aspects as quality and safety. It includes an individual risk analysis with the corresponding measures to be taken. 
This method is part of a larger quality system that also includes other methods, protocols and guidelines. However, a number of protocols, especially with regard to ageing MDVI-clients still have to be developed. So, at this moment we are busy with policy making and writing protocols regarding:
· assessment of dementia and other cognitive decline;

· palliative care

· terminal care

· nutrition

· flexible retirement

· multidisciplinary consultation

· registration of sleep-wake rhythm

· including life stories in individual support and care plan 

4.3 Environmental adaptations 

A multidisciplinary team, including external health experts, will develop a set of requirements for environmental adaptations. In 2010 construction of new buildings will start on the site of the residential and day-care centre of Sensis in Breda. These construction activities will profit from the programme of requirements that includes aspects as lighting, layout and design, use of colours, sunblinds, windows, use of different materials, monitoring equipment for night duty, etc. 
4.4 Support of social network
To compensate for decreasing social networks we need volunteers who are willing and able to work with this specific group of ageing MDVI-clients. A set of necessary competences will be described and will be used for further recruitment and selection of these volunteers.  
5. Conclusion 

The great challenge ahead is to combine the already existing expertise in working with people who are visually and intellectually impaired with new expertise in the field of ageing. Right now we are in the middle of this process of increasing our knowledge, skills and attitude towards the still growing number of ageing MDVI-clients. Hopefully in a few years time we will be able to say that we really succeed in offering optimal support and care to multiply disabled clients of all ages.  
