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Samuel was 42 years old, when he moved from home to an institution with assisted living. A multiple handicapped man, he was now being challenged to live together with 7 other blind people and some caregivers. He succeeded in this task. A few years later his mother fell seriously ill with cancer, but nobody was allowed to tell Samuel that she was going to die. Over many weekends there was no opportunity for him to see her, but in the late autumn his mother took him home. On Sunday evening she handed all his warm winter clothing over to him. She wanted to know that he would be warm and secure in the time to follow. But she decided not to talk about her dying: she didn´t allow a leave-taking between herself and her son. 

Today Samuel has overcome the loss. He was accompanied by his caregivers and found individual ways to express his emotions. He has learned that his mother acted like that because she didn´t want to hurt him and that she loved him.

It´s a sad fact, but Samuels story is a common one. For as long as we can look back in human history, death has belonged to life. But what has happened in Central Europe during the last few decades. We have begun to hide the topic. When loosing a friend, we have tried to be brave and not show our tears. There hasn´t been much room for saying goodbye and mourning in our society. But in the last years we seem to have recognized, that we need both - the bright side of life and the dark, happiness and grief, life and death - and we have understood that mourning is a process that helps us grow inwardly.

But up until now it seems that we have often forgotten about people with mental retardation. Should we try to protect them from these deep valuable and important experiences? Grief occurs in their life no differently than for people without disabilities, and they too have a right to psychological growth. 

What is grief? We can define grief as adaption to loss. Grief requires a relationship. But grief doesn´t just happen to us and we aren´t passive victims but actors. Grief is work and even Sigmund Freud emphasized that. 

„If the grieving person does not succeed in his tasks, the work of grief will be incomplete and have negative effects on the whole development of that person“, explains William Worden in his classic work „Grief Counseling and Grief Therapy“.

What are these tasks of grief referred to by Worden? 

1. To accept the reality of the loss 

The reality of a loss may be hard to accept. Defense mechanisms such as denial operate to shield us from being overwhelmed by the full impact of the loss. But we have to face the facts and believe that a reunion with the deceased will not be possible – at least in this world. 

2. To work through the pain of grief
We tend to do a lot to distract ourselves from the loss, to live in denial and hide our tears, but today we know, that the more we try to avoid this task, the longer the grief will be. Someone once said “you can bury the feelings but you bury them alive” and they will find some other ways of expressing themselves whether in depression, lowered self-esteem or psychosomatic illness. So we have to identify and be in touch with our feelings, even with those we don’t like to look at such as anger, guilt, anxiety, helplessness or even relief. 

3. To adjust to an environment in which the deceased is missing
Very soon we become aware of the variety of roles the deceased held. Some of these can be taken over by other people, some other will never be occupied again. We have to reorganize our life and need to become active on the way to a very new period of life.

4. To emotionally relocate the deceased and move on with life.
This task has often been misunderstood: We don’t have to replace the deceased. That’s impossible. But we come to appreciate the deep experiences with the deceased as a treasure nobody can take away and try to go back into a life in which other emotional relations are possible.
Will grief come to an end?  Maybe and maybe not, but the pain will change and become less stabbing.
Among these tasks, are there any which a multiple handicapped, visually impaired person couldn’t overcome? Some may say they don´t understand, what death means. But do any of us really understand it? Maybe Samuel is not familiar with the word “cancer”, but the pain was the same, when even after 4 weeks his mother didn´t come to get him for their usual Sunday walk in the park where she used to describe for him everything she was seeing.
Let´s have a look on some aspects in the biography of a great number of multiple handicapped, visually impaired people. Some of them may be seen as resources, but most as vulnerabilities.
A: Multiple losses 
Over the years, multiple disabled, visually impaired people may have been exposed to enormous, often multiple losses. Besides loss of constancy, loss of familiar places, broken relationships, we should emphasize loss of sight and staff turnover.

B: Narrow social support system  
The social support system is quite narrow and often not actively chosen by the disabled persons. They sometimes have a very close relationship to their parents even when they are adult. There is an imbalance between giving and taking.
C: Restricted scope of action
Multiple disabled persons, especially those with visual impairment, are often restricted in their scope of action. Very often their family or caregivers decide what will be “the best” for them. 

D: Difficulties in model learning in important areas
In many areas we serve as models through which intellectually disabled persons should learn. But what about psychological areas like anxiety, love, jealousy or grief. Do we let them take part and learn, or do we try to protect them from these feelings?
E: Encouragement of positive emotional expression
It is hard to bear when a disabled child is sad too, so it will be invited to become happy again and is encouraged to laugh. In many persons with mental retardation we later find a decoupling between emotion and emotional expression.

F: Small verbal repertoire available to express feelings
We have a lot of words to describe what we are feeling. Persons with mental retardation may feel the same, but only have a few words to describe their emotions.  
G: Transgenerational transmission of traumata
Some persons with mental retardation may internalize their parents’ losses and frustrations and the unresolved parental grief may become a part of their sense of identity.

Let´s look at some aspects at the time a trauma or severe loss happens:
A: Different perceptive capabilities 
We have to be aware of what visually impaired persons may perceive when a loss happens. They may be overwhelmed. We only have to try to imagine a medical emergency in the assisted living residence that only can be heard or shadowy be seen. 
B: Lack of concepts in which the new experiences could be included
What is experienced in a stress situation may be totally different from all experiences up to this point. There is a lack of concepts in which it could be integrated in order to be understood. The person may feel enormous anxiety or … in consequence of the lack of the concepts is not able to understand the far-reaching implications of the incident at all.
C: Gift, to „live normality“
Some persons with mental disabilities have a gift we know from mourning children. They may say goodbye very emotionally to their dead friend and decide 20 minutes later that it is time to have dinner.
D: „Double lack of words“
From psychotraumatology we know that we may fall silent in shocking situations. As we heard earlier disabled persons may additionally have a lack of differentiating words. So their acute needs in a difficult situation could not be understood.
E: Misinterpretation by „interpreter“
Family members and caregivers are important interpreters of the persons they look after. If they are not familiar with the loss and mourning needs of persons with mental retardations or turn a blind eye to their own anxiety or grief they may misinterpret the behavior they perceive. 
F: Particular relation to the parents
The death of caring parents may even in adult persons with mental disability cause deep fear for the individual future because these were the persons most familiar with their needs.
G: Limited variety on opportunities to cope with grief
Blind or visually impaired multiple disabled persons living in institutions or sheltered housing have especially few opportunities to cope with their grief if there is not a family member or caregiver who will support them.
H: Suffering from accompanying factors of the acute situation
Intellectual disabled persons may suffer from accompanying factors in the acute situation. So a blind person may feel very helpless when she isn´t able to alert the emergency doctor because she can´t find the mobile phone. Severely handicapped persons may suffer more under the interruption of reliable and secure routines. 

What can we do to facilitate the mourning process of visual impaired people with mental retardation?

First of all we have to face our own grief, our own anxieties and defenses, because they may threaten us or block our empathy. We have to accept that death belongs to life and we are asked to work out our own vulnerabilities and our capacities. If we work in a team we will learn that all together we provide a secure basis to accompany the mourning process of our clients. 

How can we help them to accept the reality of the loss?
It´s valuable if our clients have occupied themselves with life and death before a severe loss happens. Perhaps there was the chance to mourn when the beloved dog died, caterpillars and their development to a butterfly could have been watched, a graveyard be visited or a funeral attended. Maybe the expression and development of a friend’s grief could have been observed.  
When a death happens we have to provide information and support the processing of information. Don´t use any metaphor for death like: „he is gone forever, he`s gone to sleep“. „James has died. His body doesn´t work any longer, he doesn´t breathe, he can´t no longer hear, see, talk or feel.” And maybe a little bit later: “He won´t work or eat with us any longer.”
For all persons with mental retardation but especially for the visually impaired we have to explain, what´s going on. What are we hearing right now? Yes, James father and mother are crying, we feel that someone lights candles and we smell the incense. Let´s try to translate the silence.
The bereaved person has to understand, what has happened. In Germany we have the same word for understand and touch. We say begreifen. We have to begreifen that a beloved one has died. Visual impaired persons with mental retardation will understand best, if they are allowed to touch. Then they will feel that this body doesn´t breathe, move, live anymore. We have to distinguish between our reservations and their chance to acquire an image of death that helps them to go on with the grief tasks. 

Markell (2005) uses storytelling about the person who died to help his clients. He verbalizes his story-writing while the client is present. He also describes what will happen next. Such a social story is written to ensure that the person with mental retardation has the social information she or he needs, and to present the information so it is easily understood.

The comments of people with mental retardation may be quite direct. When I had to tell the blind Susan that Jessica has died, her first reaction was: “Who is going to get the glitter curtain now?”. But on Friday she wasn´t able to sit down in the bus, because Susan´s seat stayed empty. Her pain may have been the same as mine, only her reaction was different.
But in one sense we differ clearly from our clients: it´s our role to provide safety and security. From psychotraumatology we know how indispensable reliable structures are. External security is the condition for internal security. 

And another thing we learned in recent years is that grieving will be facilitated if the bereaved person begins early on to act and take decisions. So our clients may discuss which pullover Susan is going to wear in the coffin and which song should be played at the funeral.
How can we help to work through the pain of grief. 

I mentioned the decoupling between emotion and emotional expression. We may ask “How do you feel inside?” Perhaps we can find a symbol for the feelings (“like a very hard stone, like a lake of tears”). If our clients are only partially sighted, they may paint their inner feelings. If words are missing we can offer some (“I feel empty, confused, heavy”).
Impression needs expression and so we can invite them to give artistic form to the feeling of grief working with clay, wood, stone etc.

Sometimes we may need to say that what the bereaved person feels or likes to do is normal: “It´s okay if you stay in bed the whole day, if you can´t eat anything, if you have to go outside to take a deep breath. But it is also appropriate if you go to work, live normally and even to laugh if you like.” 
Our attitude should be “It´s your grief and we want to be attentive if you need us. We don´t want to misunderstand you. We offer conversation, diversion or to hold you in our arms and let you take what you need.” 

Let´s work together with our clients: Mementos or symbols for memories can be kept in a treasure chest. Beads can be threaded together, and each bead can be a reminder of one important event. So the bereaved may soon be able to work with his memories on his own, if he wants to. 
Negative feelings such as anger, rage or even relief also belong to grief. The bereaved doesn´t have to be ashamed of his feelings and these feelings need expression too. But we have to take in consideration that persons with mental retardation may, like children, feel responsible for an event even if there is no basis for it in reality. Then we can try to begin a good conversation with sentences like “I once knew a man who thought it was his fault that his brother died …” 
To help our clients to adjust to an environment in which the deceased is missing we need to have a good feeling for the roles the missing person played in the relationship. Samuel had to know very soon who would change his winter into summer clothing and vice versa. He was very relieved to hear that instead of his mother a caregiver would now fill up his cookie tin every Monday. But he painfully had to learn that he would no longer be taken for a walk to the park every Sunday.

An important aim of this task is to actively become “master of one´s own life“ again, to find ways to reorganize it and to integrate lost experiences.
In some cases we can help visually impaired persons with methods known from the systemic approach, when we work with symbols, showing sadness, longing, courage and confidence and find out, what these last two need to grow.

And to „emotionally relocate the deceased and move on with life“ persons with mental retardation sometimes only need permission:“It´s fine if you fall in love with Christina, mother would be proud and happy to see you like that.” Or ”It´s okay, that you have your teatime with Sarah, that doesn´t mean that you don´t appreciate Marilyn anymore!”

If we have a basic understanding of how visually impaired, mentally disabled persons express bereavement and if we stay aware of the knowledge that their language of grief may clearly differ from ours, together the bereaved person and the caregiver may go through a deep and valuable process and through it come to experience the memory of the deceased as a very special treasure.   
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