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Foreword 

This brochure is one of the first products issued by the Landelijk KennisNetwerk 
Gehandicaptenzorg [National Information Network for the Care of the Handicapped]. 
With financial aid of the European Network on Intellectual Disability and Ageing, it was possible 
to have the text translated from Dutch into English. 
With this brochure, we are helping to increase knowledge about the way in which (young) adults 
with intellectual disability experience death and come to terms with grief. We also want to give 
practical help in promoting a suitable form of counselling for these processes. 
Unlike other literature that has been published on this subject, this brochure draws abundant 
attention to the experience of death and the management of grief in relation to intellectual and 
socio-emotional development. Instead of discussing how people with intellectual disability 
experience their own dying and death, this brochure is concerned with the way they respond to 
these phenomena when others are dying or deceased. 
Throughout the text, we shall use a system of numbering to refer to the literature used. An 
additional Dutch literature list is provided at the end of the brochure. Several key concepts will 
be defined separately in order to improve understanding. By way of illustration, we will also 
describe specific cases. 
We should like to thank everybody who has let us have their comments on the concepts used in 
this brochure. It is their observations and critical remarks that have enabled us to improve on the 
text. We are grateful to Meare, Severinus and the Pepijn Centre for having given us the 
opportunity to collaborate on this project. 
We hope that this brochure will help people understand that those with intellectual disability are 
just as fully entitled to commitment and adequate counselling during times of grief as anyone 
else. 
 
Eindhoven, December 2001 
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Introduction 

In the past, people used to look on death with a more resigned attitude than they do today. The 
experience of someone's death and the expression of grief used to be accepted as natural 
aspects of life. 
Today however, improved living conditions and medical care have contributed to people 
becoming steadily older. As a result, we are normally only confronted with the death of members 
of our family or of friends when we have grown to the age of (young) adults. It is no surprise, 
then, that death and the entire process of mourning have gradually grown into factors that no 
longer form part of our daily lives. 
In recent years, the taboos surrounding death and bereavement have been decreasing, so that 
we can at last speak of an unmistakable change in our thinking about these subjects. Dying and 
mourning are increasingly considered as processes inextricably connected with life, and we now 
discuss them in an open manner. It is no longer so strange to speak about one's own death 
and/or of the death of a loved one. The idea is to be able to say goodbye in an appropriate 
manner. Surviving relatives can now avail themselves of improved possibilities to adequately 
cope with their grief. The mourning groups founded by the GGZ [geestelijke gezondheidszorg; a 
Dutch authority corresponding to the English RESCARE or MENSCAP organizations and to the 
American Arc] and other authorities may serve as an example. 
This new approach to death and bereavement has also had an effect on the care for people with 
intellectual disability. When a member of the family, a friend or companion dies, people with 
intellectual disability, too, receive the best possible counselling and are involved in what 
happens. The specific way of involving these people depends upon their capabilities and upon 
what they, within the range of these capabilities, themselves desire. Unfortunately though, 
experiences of disease and death are quite often completely kept from their lives. This is done 
advisedly (and with the best of intentions!), and spurred by the underlying thought that "they 
wouldn't understand it anyway" or that "they shouldn't be unnecessarily confronted with grief". It 
is not uncommon for the argument to have many facets. 
 

Mary's case 
Mary's favourite aunt had died, but her parents – elderly people themselves – wanted to 
spare her the distress of hearing what had happened. A second reason for not telling 
their daughter was that the parents did not yet feel prepared to do so. They planned to 
tell Mary when everything had blown over: later, they would find the experience less 
emotionally aggravating and be in a better position to take care of Mary. 

 
Practice teaches us that for people with intellectual disability, the death of a loved one has the 
same emotional consequences as for any other person. If, on the other hand, people with 
intellectual disability are shielded from such an experience, their non-involvement may have 
consequences of the same or of an even higher order. These persons will notice anyway that 
something is wrong, that the atmosphere around them and the pattern of their lives are 
changing. They will start missing the deceased just because they no longer see him or her. If 
subsequently they are given little opportunity to express grief and bereavement, they may 
develop psychological complaints such as continuous exhaustion or depression. 
To be able to mourn effectively and give adequate room to their bereavement, it is important that 
people with intellectual disability be involved in the passing away of a loved one. They must be 
given the chance to say goodbye in the proper manner and to mourn in their own way. We 
should bear in mind that for people with intellectual disability, grief may find a different 
expression or reveal itself at a different moment than might be the case for people without 
intellectual disability. Thus, family and counsellors* of people with intellectual disability should be 

                                                           
*
 To improve readability, the expression "family and/or direct carers/counsellors" will subsequently be abbreviated to "counsellors". 
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well acquainted with the various ways in which death can be experienced and understood. Only 
then will they be able to offer valuable counselling. 
 

 
 

Grave and headstone 

 

The role of the counsellors 

It is of vital importance to understand the exact role of the counsellors employed to help the 
people with intellectual disability in coping with disease, death, and bereavement. For their 
whole lives, people with intellectual disability will stay more or less dependent on significant 
others in their environment – for example on their counsellors. This applies most certainly to the 
emotional sphere. To be able cope effectively with the more difficult phases of their lives and to 
live through a loss, they need the support of their counsellors. Thus, the counsellors must take 
on a special responsibility. People with intellectual disability need to come to terms not only with 
the counsellors' way of acting under the difficult circumstances of someone's dying, but also with 
what these counsellors tell them. A successful approach depends to a large extent on the way in 
which the counsellors themselves have been affected by death in the past, while their views on 
life and death and their method of communicating these to other people are no less important. 
Their attitudes, then, help to define the way in which they approach people with intellectual 
disability about their loss. To what extent are the counsellors receptive to the experiences of 
people with intellectual disability? Are they in a position to pick up, and to give the proper 
interpretation to, certain signals? Is the other person given sufficient room to be able to express 
himself to feel understood? Awareness of these mechanisms is a prerequisite for understanding 
the other person and for being able to lend him support.[1] Frequently, one's own feelings of 
grief will unconsciously be projected onto the person in one's charge, and it may be hard to 
understand why that person seems, after all, so contented or eager to proceed with the daily 
routine. When counsellors meet to exchange ideas, they often make comments which suggest 
this attitude. It is not uncommon, for example, for people with intellectual disability, after the 
death of someone close has been announced, to show only a fleeting reaction, and then to 
continue by asking if coffee will be served on time, or if the trip that had been planned will be 
called off. In similar cases, a counsellor who realizes that it is easier to feel safe if the pattern of 
daily events remains unbroken will be able to fully comprehend the situation. It is therefore 
advisable for a counsellor to know about the reactions described. We must remember as well 
that the way in which death and bereavement are being experienced depends – among other 
things – upon the intellectual and socio-emotional age of the person. To be able to counsel 
another human being requires a knowledge of the level at which he functions, of the various 
levels of development, and of the aspects that play a part when a person is coping with death 
and bereavement. 
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Intellectual and socio-emotional development 

To make an adequate assessment of what people with intellectual disability need, it is essential 
to always consider the whole person. 
The death of a loved one is an intensely personal experience. In order to understand how a 
person with intellectual disability experiences death, we should try to grasp what exactly death 
means for this person. Does he* know what dying implies? How does he experience this 
phenomenon? Is he able to talk about it? Is he religious or not? Another important issue is the 
level of development this person has reached – not only in intellectual and emotional respects 
but also with regard to communication and the stage of faith*? What experiences of life does he 
have? 
To a certain extent, the processes people with intellectual disability go through when relating to 
death and bereavement resemble those through which normally gifted children of a certain age 
group tend to use to cope with these phenomena. The level of the intellectual disability should 
however be seen in relation to a certain intellectual age.[1] It seems expedient to find out which 
reactions match a certain age group. Only if we know this will we be able to discriminate the 
correspondences between certain levels of development in people with intellectual disability. 
 
When counsellors have acquired more knowledge about these levels of development and about 
the appropriate behavioural patterns and reactions, they will be in a better position to understand 
people with intellectual disability and to lend them the helping hand they need. 
The arguments pointed out here seem doubly important because the levels of development in 
people with intellectual disability tend to vary widely. In fact, there are often considerable 
differences between their intellectual and their socio-emotional ages, the latter factor functioning 
at a lower level. This discrepancy between levels of development is known to give rise to a lot of 
psychological and behavioural problems.[2] 
If we apply the preceding words to the situation accompanying death and the processes aimed 
at coping with bereavement, we shall see how important it is to take such possible discrepancies 
into account. Problems may arise when someone mild intellectual disability, whose emotional 
functions would suggest a intellectual age of two years, receives support at the intellectual level 
only. The counsellor informing him that a loved one has died should keep in mind that the 
person may be able to deal with things at the intellectual level while being unable to manage 
them at the emotional level. The reactions displayed – such as resistance or aggressive 
behaviour – may reflect his emotional level of development while being completely incongruent 
to his intellectual level of development. The person reacting in this way is entitled to a higher 
degree of sympathy, since the phenomenon may evoke confusion both in the person in question 
and in those around him. 
 

Michael's case 
Michael is a burly teenager with mild intellectual disability (socio-emotionally, he does not 
exceed the age of two to three years). He used to hang around a lot with his cousin, who 
was always ready to listen to Michael's needs. They played football together, went for 
rides on the motorbike, listened to house music and talked about everything under the 
sun. Suddenly, the cousin died – an experience which upset Michael terribly. 
To keep the memory of his cousin alive, he started collecting things that had belonged to 
the deceased. Five years later, the cousin still played such an important role in Michael's 
life that this was preventing him from getting on with his own life and future. He remained 
dependant on his cousin, showing too little "self development" to be able to fall back on 
his own reserves in this situation. In terms of grief management, counsellors obviously 
needed to do more than just explain and make the cousin's death a subject of 

                                                           
*
 "She" may be read instead of "he" as the case requires. 

*
 For an explanation of the term "stages of faith", see the supplement providing a definition of some keywords. 
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discussion. Michael needed special counselling at the socio-emotional level. It was years 
after his cousin had died that Michael was offered play therapy. 

 
In our discussion of different levels of development, we can assume intellectual development as 
a point of departure. From here, it may be possible to establish connections with other levels of 
development. In doing so, we shall avail ourselves of the theories formulated by Piaget 
(cognitive development)[3], Došen (socio-emotional development)[2], Timmers-Huigens 
(stategies of ordering experience)[4]*, and Fowler (stages of faith)[5]. 
 
How someone functions intellectually tells us something about his understanding of the world 
around him, about his processes of thought, and therefore about his concept of death as well. In 
dealing with this question, we should remember that adults with intellectual disability are different 
from children and should not be treated as such. They have lived their lives and formed an 
image of the surrounding world. Everyone has had experiences that influence their future 
experiences. Even though people with intellectual disability no longer look upon the world as 
children do, they function at a comparable level of thought. We have said before that the kind of 
grief reaction depends upon certain levels of development. The levels of the intellectual disability 
(classification following DSM-IV) are reflected in the table below. It is coupled to a specific 
intellectual age. We are talking here about a global classification which has no absolute limits 
and which is based upon the arrangement according to levels of development used by Piaget[3] 
and Došen[2]. 
 
Table 1: Classification denoting the level of intellectual disability, IQ and intellectual age 
Level of ID IQ Intellectual age 
Profound up to 20/25 0 to ±2 years 
Severe 20/25 to 35/40 ±2 to 4/5 years 
Moderate 35/40 to 50/55 4/5 to 7/8 years 
Mild 50/55 to 70 7/8 to ±12 years 
 

The experience of death related to the level of development 

This part of the brochure is dedicated to an explanation of how death is perceived and 
experienced, and includes corresponding statements of grief and bereavement. Subsequently, 
we will indicate the kind of counselling that seems necessary, pointing out in which way this may 
be administered. 
In our supplement "Schematic overview: Subjective experience and objective support in cases of 
death and grief", we shall offer a brief description of each level of intellectual disability, indicating 
the nature of the experiences and advisable means of counselling. 
 
Profound intellectual disability [intellectual age 0 to ±2 years] 

Experience 

People with profound intellectual disability experience the world purely from a concrete level. To 
them, the only things which exist are those that can be seen, smelled, felt and heard. Anything 
outside this realm of seeing, smelling, etc. ceases to exist. They are not yet able to make a 
distinction between their own body (the self) and its surroundings. There is, in other words, no 
conscious understanding of life. Neither is there any conscious understanding of death. The 

                                                           
*
 Timmers-Huigens does not connect these strategies of ordering experience with any specific intellectual and/or developmental age 

since structures of experience remain in effect for the whole of a person's life. In this brochure, however, we have mentioned what 
the characteristics of certain strategies of ordering experience are when discussing specific intellectual levels and intellectual ages: 
we believe that this approach will help to clarify the different levels. Therefore, the connection of the two concepts "strategies of 
ordering experience" and "level of experience" expresses merely our own view. 
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concept is based on sensual impressions and experiences undergone through their own body 
(investigation of own body, physical contact with others, with objects) as well as through the use 
of senses.[4] In most cases, people with profound intellectual disability also have serious 
sensory and motoric limitations. Other limitations have been diagnosed in the fields of 
communication and the ability to manage things independently. 
It is important to know that the complete process of bonding develops in the phase of socio-
emotional development. This process may be seen to start at the intellectual age of about six 
months.[2] Before this time, it is impossible to record any clear reaction to the death of a person. 
Bonding starts in children aged between six months and two years. Consequently, people with 
profound intellectual disability recognize familiar people (close family, regular counsellors), and 
may be closely attached to these people. If a loved one dies, they show no reaction by crying or 
mourning in any other way. They do show reactions, however, that take the form of looking for 
the deceased person, of putting up resistance or of aggressive behaviour.[1][7] There is a 
tendency in people with profound intellectual disability to sense that something is wrong from the 
reactions of others, the change in atmosphere pervading the house, or the fact that someone is 
in bed all the time. 
It has been mentioned before that communication is limited and in most cases non-verbal. 
People with profound intellectual disability are unable to express their emotions in words.[8] 
They communicate their feelings of bereavement by way of behaviour. Those around them 
should take care to be receptive for any pertinent signals. 
During this level of faith, corresponding to this level of intellectual development, the quality of 
confidence in general evolves from the fundamental confidence which persons build up with 
regard to their counsellors. This maturation process may be threatened by a loss or similar 
event. For those with profound intellectual disability, the disposition that is finally formed with 
regard to the world around them emerges from a subconscious level. 

Counselling 

People with profound intellectual disability do not form an immediate awareness of the fact that 
someone has died. The loss makes itself felt in the course of time, sometimes only after months 
or years have passed. Counselling, then, should not aim to instil subjects with an understanding 
of what dying means. To involve a person in the process of someone's dying is to try and make 
that person experience the changed atmosphere and feel the general change as distinctly as 
possible. This can be done, for example, by moving the dead person – if he died at home- in his 
bed to the living room. It is important for people with profound intellectual disability to be able to 
establish a direct contact with the deceased person, to be able to form a concrete image of him 
and to touch him, preferably in a familiar environment. In this way people with profound 
intellectual disability have the chance to experience that the person in question is no longer 
alive, that he becomes cold and is therefore not simply sleeping. An additional way to make 
them understand that somebody they knew is never going to come back is to leave that person's 
usual place empty for a while. 
Reserving a quiet time for the moment of saying good-bye is another important way to allow 
everyone to live through the experience in their own way. People with intellectual disability are 
capable of treating the issue in a perfectly natural manner. Those who prefer to follow the 
process from a distance tend to make this desire known readily enough. 
The experience of death originates in the continued absence of the loved one, which may cause 
feelings of insecurity. To people with profound intellectual disability, the loss expresses itself as 
a breach of fixed patterns – for example, if a member of the family who used to visit at regular 
times suddenly fails to appear. A visible change of behaviour which may result from someone's 
death is for the person with intellectual disability to start following the counsellor around, or to not 
to want to be left alone, to react restively and sometimes even to show a tendency to inflict pain 
on themselves. 
In most cases, it is only later that grief about the absence of the loved one makes itself known 
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through a certain behaviour. Traditions, associated with the deceased person – they used to 
visit, to bring sweets – are being missed now. To keep the familiar patterns intact, it is possible 
for someone else to take over these actions. 
People with profound intellectual disability depend most of all on feelings of security and 
confidence. These feelings may be affected by someone dying. Daily life, with its familiar 
patterns such as fixed mealtimes and moments of special care, gives the persons something to 
go by and should therefore be continued as much as possible. Counsellors can help these 
people by offering them closeness and keeping an eye on the mood in the home. Posture, facial 
expression, intonation, making use of one's favourite senses, and respectful touches are 
important resources.[8] One way of making the loss understandable through concrete 
experience is to create an atmosphere of remembrance. This can be done with candles, music, 
photographs and scents. One way of documenting the experience is to set up, perhaps close to 
his favourite place, a corner of remembrance containing the deceased person's photographs 
and characteristic belongings. 
Spoken language does not aid people with profound intellectual disability towards understanding 
or coming to terms with their loss, but it may have a supportive function. It may help to address 
restless people in a low and caring voice, intonation being most important here. 
The shock of losing a loved one can be supported in both physical as well as emotional respects 
if counselling corresponds with people's needs in a way which facilitates the transition to the 
changed situation. 
 
Severe intellectual disability [intellectual age ± 2 to 4/5 years] 

Experience 

People with severe intellectual disability watch the world around them from their own 
perspective. They are capable of distinguishing between their own personality and those of 
others, considering themselves the centre of the universe. Absorbed in their own self 
development, they cannot put themselves in somebody else's position (egocentric thinking). 
With these people, consciousness is in its formative stages, as are certain norms and values.[2] 
[4] [9] 
At first, their reaction to death appears to be one of soberness. Asking about death, they often 
refer to what, how, and why.[10] [11] How did it happen, and why now? They start to form 
connections between successive events[4] ("First people are old and sick, and then they die"). 
They know what it means to be sick and are able to evoke specific images based on their own 
experience ("That's when they get the doctor for me"). In this phase of development, 
establishing connections and asking questions are stages in a growth process more 
characteristic of a development level of four to five years than of a level of two years. 
Questions about dying are followed by questions about everyday life: What's for dinner? Are we 
going to town tomorrow? For one thing, this shows that their attention is taken up by things that 
are of immediate relevance to them. They may also however be craving the security of daily 
routine. 
People with severe intellectual disability are intellectually incapable of grasping what dying 
means. They tend to keep asking questions about death: where does the dead person go, does 
he go to heaven in a box, can't he fall out? Quite often, they link the concept of death to concrete 
experience ("that's when you're under the ground"). 
They consider death as something temporary, a departure such as we take when we go on 
holiday.[7] They have frequently seen an animal dying and others born, or a plant dying and 
blossoming again. Hence, it is conceivable for a person with severe intellectual disability to stand 
by the coffin saying, "There, that's enough now, you can get up again", or to ask, while granny's 
ashes are being buried, "Will there be lots of new grannies growing from those ashes now?" 
Since the social environment of people with severe intellectual disability is largely made up of 
primary impressions, they tend to link death and grief because they see others grieving. When 
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somebody dies, they show a reaction as soon as they become aware of the changes in others' 
frame of mind. Immediately after the death of a person they had known, they may show feelings 
of grief and start to cry. However, this reaction is more often caused by the grief observed in 
others than a purely individual expression. It is only at some later stage that the feelings of loss 
and personal grief, sometimes coupled with rage, emerge. At this level of development too, one 
may observe behaviour characterized by mourning, with persons withdrawing from social life or 
refusing to have dinner. 
In a socio-emotional respect, the people described by this category strongly depend on 
significant others in their environment. Difficult moments may renew an intense need for 
closeness. 
For people with severe intellectual disability, imagination and reality tend to be mixed up. This is 
the phase of magic thinking, involving the creation of imaginary pictures to help them come to 
terms with death. Past experiences find expression in these people's behaviour, which is 
characterized by imagination and imitation of what others say and do. The experiences remain 
uncontrolled by logical thought.[5] The power of their imagination and their lack of realism may 
lead to them developing extreme fears about death and everything to do with it. Fears can 
become so strong as to prevent someone from admitting, to himself or to others, that he is 
suffering pain, and make him carry on his normal life when in fact his hip is broken. 
As far as their communication is concerned, people with severe intellectual disability do not have 
a vocabulary sufficient to express their grief. They cannot turn their grief into a subject of 
conversation. When words are spoken, they often take them literally and therefore misinterpret 
them. The real expression of grief is frequently managed non-verbally and through behaviour. 
They might for example behave in a particularly restless manner. This stage of faith provides 
them with a first realization of death and, at the same time, of the taboo with which their 
environment turns death into something special.[5] Examples set by others through moods, 
actions, and language have a strong and lasting influence. It is therefore important how model 
figures deal with death and loss. 

Counselling 

When a loved one dies, a consciousness of someone who will never return will gradually take 
shape in the mind of people with severe intellectual disability. Depending on the level of 
development (at the level of two or at the level of four to five years), the person with severe 
intellectual disability will, after someone has died, become aware of the different atmosphere or 
different structure of daily events. He might start to ask lots of questions (the so-called "who, 
what and where" questions). This requires an individual approach in counselling. Apart from a 
thorough knowledge of mourning processes, the counsellor will need to be able to offer 
closeness and to correctly read the signals in the person's behaviour. 
People going through this phase of development tend to fall back on patterns they have used in 
difficult situations. After the death of a loved one, someone may revert to an earlier period of his 
life which used to offer him security, displaying the corresponding kind of behaviour. In this case, 
he may need stronger support when performing certain tasks, or wish to establish a closer 
physical contact. People severe intellectual disability need security. We can offer them this by 
keeping their daily routines clear, easy to grasp and recognizable. 
To help them understand events relating to death, it is essential to make them appear as 
concrete as possible. Only a concrete experience is likely to create clarity and prevent people 
with severe intellectual disability from developing their own fantasies about what has happened. 
It is advisable to give these people a chance to say goodbye to the deceased person, or to let 
them be present at the funeral. The use of visualization (by means of photographs, etc.) may 
also be helpful in making the moments of farewell clear, while in later stages it may help to 
overcome grief. 
The counsellor needs to answer all questions as exhaustively as possible, stimulating people to 
express what give utterance of what is on their mind. This last task can to a certain extent be 
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carried out by means of language. If people have questions about death, the counsellor should 
do his best to explain things in simple terms. People with severe intellectual disability are looking 
for specific explanations they will be able to grasp ("heaven is high up above us"). As pointed out 
before, words may be taken literally and therefore misinterpreted. This is likely to lead to feelings 
of fear, for example when someone says that the deceased person is sleeping (a person with 
severe intellectual disability might refuse to go to bed for fear of not waking anymore). Fear can 
also be evoked by a cremation (the idea that someone is burning causes painful associations). 
Questions vary in character, from those which are easy to answer to others (why-questions) 
which will leave the counsellor at a loss. In this last case, the message that some questions just 
cannot be answered will suffice.[12] 
Quite often, people functioning at this level have difficulties in finding the words to match their 
emotions. This is why concrete symbols (such as a photograph of the deceased person or a 
characteristic object) and farewell rituals (funeral service) are important elements in the process 
of coming to terms with death. In a stronger sense than words could ever do, symbols and 
rituals* make clear what has happened and give people something to hold on to during their 
mourning process.[1] The funeral, or funeral service, is a good example of this fact. The most 
important thing for people with intellectual disability is not a perfect understanding of what is 
being said in the course of the funeral service, but most of all the atmosphere, the closeness to 
fellow humans, the feeling of belonging with them. This involvement may be rendered even more 
valuable if there is an opportunity for the person to contribute actively to the farewell ritual, in 
however simple a form. He may choose to light a candle, to put a flower or sketch on the coffin, 
or to contribute a few words or a song of his own. 
In coping with grief, means such as plays, stories or sketches fulfil their role more effectively 
than just talking about feelings of grief. Fairy stories or anecdotes can help to sort out one's 
emotions if they are shared with an adult. 
 
Moderate intellectual disability [intellectual age 4/5 to 7/8 years] 

Experience 

To a great extent, our remarks about people with severe intellectual disability may also be 
considered to apply to those with moderate intellectual disability. While egocentric thought is still 
present, the capacity to empathize with others has increased. [1] [2] [9] This phase witnesses a 
growing understanding of certain structures, like being able to grasp the concept of time and 
knowing what to make of structures relating to the family or other social structures.[4] 
The faculty of comprehension is stronger, and so is the possibility of expressing oneself by 
means of language. The way in which people with moderate intellectual disability ask a question 
tells us that they are looking for logical explanations of what has happened.[1] They might 
reason as follows: "He was sick, that's why he's dead now. I am not sick, that's why I'm not going 
to die yet." In their belief that life and death take turns, their primary interest goes out to the 
physical, external characteristics of death. They start realizing that death is something 
irreversible, but it is still difficult and very confusing for them to understand what dying really 
means. At the same time, they begin to realize that everybody may die, and thus become 
subject to feelings of fear.[11] 
Another difference in people with moderate intellectual disability is that they react to 
bereavement in a more dependent fashion. They feel particularly vulnerable because they have 
a greater power of reason but at the same time they remain incapable of adequately dealing with 
the information.[11] 
They realize more clearly that other people react to someone's death by showing certain 
emotions, but more often than not they lend their own colouring to these emotions. After a loved 
one has died, for example, they may overhear a comment that this is too sad because now, the 

                                                           
*
 The concepts of 'symbol' and 'ritual' are explained in the supplement entitled "Definition of some Keywords". 
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deceased person cannot come along on holiday. This as a rule makes them grieve because they 
can see the sadness of the situation.[1] Imagination and reality still tend to be mixed up, while 
the awareness of reality is growing steadily. Magic thinking still has a strong effect on certain 
ideas and feelings. This may cause feelings of guilt ("She died because I was mad at her"). 
Others believe they can ward off certain problems, such as sickness and death, simply by 
making the sign of the cross every morning.[5] [12] 
Even people at this level of development may first of all react with soberness to the 
announcement of somebody's death. Thus, a person might point out the corresponding 
newspaper announcement and explain that he is looking forward to the funeral service. This just 
proves that they relate a lot of what is going on to themselves only. Crying must be considered 
primarily as a reaction to the grief of those around them. These people often allow themselves to 
be governed by spontaneous impulses. Mourning behaviour will emerge at a later point in time. 
Thus, reactions of grief tend to occur at the moment the loss is being experienced, or when the 
realization of irreversibility starts to sink in. To a certain extent, people with moderate intellectual 
disability are capable of putting their emotions into words. There is more verbal communication 
with regard to the concept of death, to what happens when somebody dies and how things are 
believed to go on. At this stage of faith, the experience of magic thinking will, up to the age of six 
years, occupy the foreground. Objects that may be associated with death or with the deceased 
person are experienced as death itself or as the person that has died.[5] 
 

Counselling 

People in this phase of development are likely to undergo a lot of grief as the moment of saying 
goodbye to a dying person draws near. In the long term, a deceased person will be missed in 
every possible respect. For an extended period, there will be questions regarding the why and 
the how because the power of comprehension is stronger. These people are searching for 
logical explanations. It is important, then, to have clear answers to their questions ready. Only 
with the help of such answers is it possible to create both a consciousness of the irreversible 
and an adequate management of grief. People with moderate intellectual disability will be 
hesitant in accepting an explanation of why the familiar person has died. This is because the 
characteristics of death are rarely encountered in daily life: death is nothing that you can 
concretely show to another person, but rather something difficult to understand. 
Counselling should orient itself towards making clear what death means and towards grief 
management. To support comprehension, counsellors may use, among other things, stories 
about life and death, photographs and farewell rituals. But as with all people, counselling starts 
at the very point where the person with intellectual disability is actively involved in the process of 
someone else's dying and where he is given the opportunity to say goodbye in the way he 
himself wishes to do so. Another essential point is that all mourners are rallied together to talk, to 
look at photographs, and to visit the churchyard a couple of times. Repetition is a means of 
learning something and is essential in helping us to understand death and bereavement. 
Grief management is best started by offering the bereaved person a feeling of closeness, by just 
being there when things get tough. Additional support may be provided by talking about the 
events, and the emotions they have raised. 
The use of rituals and symbols can help to put grief in its proper place. To help do so, a book of 
memories or lighting a candle for the dead person may be used.[13] The symbols and rituals 
may have a somewhat less concrete character than those employed to aid people with severe 
intellectual disability. A symbol is a reference, like a cross refers to death, and this will meet with 
understanding. 
Persons functioning at the level described in this section are more likely to express their 
emotions verbally, or indirectly by means of behaviour and play. It is essential that they can 
express themselves freely and on a basis of confidence. It is the counsellors' prime task to 
correctly interpret certain utterances as signals of grief. The bereaved may be given support by 
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other loved ones, for example through reminiscences about the deceased. The bereaved, 
however, do not only ask for support in their own grief, but frequently offer help to their 
counsellors. If the counsellors show themselves receptive to such moves by demonstrating their 
appreciation, the influence on the moderately handicapped will be a positive one.[14] 
As experience has taught us, people with moderate intellectual disability will themselves indicate 
the limits of what they want to do or what they feel capable of doing with regard to the death of a 
loved one. They deserve our respect for making this choice themselves.[14] 
In summary, it is essential to underline that normal daily life in all its familiar aspects should 
continue for the moderately handicapped. Deriving positive experiences from new situations, 
they can start to build up fresh confidence. 

 
Mark's case 
Mark is a man aged thirty-four. He has moderate intellectual disability. As the youngest 
child of a large family, he used to have a very close relationship to his mother. Up to the 
age of seventeen, he used to live with his parents. In the meantime, Mark's brothers and 
sisters had moved into flats of their own. 
When Mark was seventeen, his father was taken to hospital for an operation. While the 
two were alone at home, one night his mum had a heart attack and died. Mark found her 
the next morning. He was extremely upset. Eventually, neighbours heard him crying. 
Everyone in the family was shocked by the sudden death and by the circumstances 
which Mark had had to live through. They thought it better if Mark was not to say 
goodbye to his dead mother. He was kept from attending the funeral. Since his sick 
father was unable to look after him, Mark stayed with friends for a while, after which he 
was assigned a place in a residential facility for people with intellectual disability. At first, 
he seemed reasonably well able to cope with the changes. After a while though, it 
appeared that the loss of his mother and the fact that he had not been given an 
opportunity to say goodbye in the proper manner had grievous emotional consequences 
for him. The abrupt departure from his parental home was an important aggravating 
factor. Suddenly incapable of enjoying anything, Mark evaded contact with others. He 
developed a habit of talking to himself and various vague physical complaints. When 
Mark first came to the centre, his intellectual age was about seven years. At that time, he 
went to live in group home. He visited clubs, cycled all through the village and maintained 
social contacts. 
In the course of time, he started to suffer from mood changes and behaviour problems. 
He became very scared, cried at the slightest provocation, and did not dare to speak 
anymore. He also developed all kinds of nervous habits which increasingly hindered his 
normal functioning. There was a regression in his ability to look after himself, in his social 
skills and his self-support. Thus hampered by his psychological complaints, Mark 
spiralled down to the level of a four-year-old. 
He made a helpless impression and displayed a strong need for closeness. 
At the intellectual level, it was clear enough to Mark that his mother had died. At the 
socio-emotional level, however, he was unable to cope with this fact. His behaviour 
became interspersed with patterns that seemed to match an earlier stage of 
development. Once again, Mark was looking for feelings of security and confidence. He 
wanted to have his counsellors close by. 
Mark moved into an apartment better suited to meet his needs. He used medication for a 
long time and was offered help by from many people. He took bereavement therapy, 
which eventually put him in a position to come to terms with the loss of his mother. After 
a considerable time, he succeeded in taking up the thread of his life again. 
A couple of years ago, Mark's father became seriously ill. This time, Mark's family – and 
his counsellors – were convinced that he had to be closely involved with the approaching 
death. During the process of illness, he paid regular visits to his father and wrote him 
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goodbye letters. Family and counsellors were quite open in talking to Mark about the loss 
that was about to occur. Together with a female counsellor, Mark went out to buy a new 
outfit for his father's funeral while the father was still alive. On the one hand, he was sad 
about the course of events. On the other hand, he felt proud about his new clothes. 
When his father was actually dying, a corner of remembrance was installed in the living 
room. Mark used it to put sketches there and to light a candle night after night. 
After his father had died, Mark visited the funeral parlour. He was involved in the family 
discussions about the funeral. 
Of course, Mark's grief was strong, but he was finally in a position to express himself. 
With the help of photo albums and a book of memories, he has been able to cope with 
his father's death. This time, Mark suffered no unpleasant physical phenomena while he 
was recovering from the loss. 

 

 
 

Daddy in his grave under the ground. 
The star in heaven is shining for Daddy. Perhaps Daddy is in heaven too. 

 
 
Mild intellectual disability [intellectual age 7/8 to ± 12 years] 

Experience 

People with mild intellectual disability are capable of defining themselves and their environment. 
They can experience and sort out events, and they proceed from the social rules and norms they 
have already made their own. There is a growing insight into the concept of time and other 
structures (worldview, social relationships).[4] 
The people described in this section are capable of logical thought coupled with specific 
concepts [1] [2] [9], such as cause-effect relations. This includes, for example, their ability to 
realize that a person who is incurably ill will eventually die. 
There is a conscious realization of death. People functioning at this level of development can 
form a realistic image of what it means to be sick and to be dying. They are aware of the 
irreversibility.[1] [7] [11] [15] Emotions which characterize the moment of saying goodbye make 
themselves felt as soon as the serious illness of the person in question becomes apparent. 
As a rule, the people described here go through processes of bereavement comparable to those 
of people without intellectual disability. It should be mentioned, however, that people with mild 
intellectual disability tend to be more impulsive in their reactions than non-handicapped people. 
When they are grieving, they will let their environment know. They do not hide their feelings only 
because these would be inappropriate to the situation.[1] [12] 
After the death of a loved one, people with mild intellectual disability may display emotions 
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comparable to those of the non-handicapped, such as denial, a feeling of desperation and strong 
emotional outbursts (such as crying or anger).[16] Apart from an interest in all external things 
relating to a death, they are eager to know about what happens afterwards. They start thinking 
about the mystery of life and death, looking for explanations. Death evokes fear because not 
everything pertaining to it can be explained and understood. In this phase, death is not yet seen 
as inevitable or as something affecting everyone ("First all the older folks die, or people that are 
very ill, but me and the people that live here are not sick, so we won’t die yet.") [7] People with 
mild intellectual disability are moderately capable of putting themselves into someone else’s 
position, and of expressing their sympathy. As far as their feelings are concerned, however, they 
are completely turned in upon themselves. This means that they consider the reactions of others 
in the light of their own experience. If, for example, a counsellor asks them how they feel after a 
companion’s death, they will react by saying that the counsellor is probably very upset himself – 
or he would not be talking about this. 
It is only when they reach the intellectual age of eleven to twelve years that a capacity for 
sympathy for the grief of fellow human beings develops. 
People with mild intellectual disability realize that there is a future and a past. They realize as 
well that a loss is something permanent. It has often been noted that during the process of 
bereavement, some may suddenly start to perform worse than before or show signs of physical 
(psychosomatic) disorder. 
As far as their powers of communication are concerned, these people make a more extensive 
use of language than the moderately handicapped. Endowed with a more pronounced faculty for 
reasoning, they can have talks about death. Death and its related processes, such as mourning, 
can be discussed and explained. There is a strong need in these people to be able to talk things 
over with someone. [17] 
In the experience of those with mild intellectual disability, the deceased person continues to 
occupy a specific place. This place, usually resembling a familiar environment, can be described 
down to the last detail. The handicapped person believes it possible to establish a mutual 
contact with the deceased person, and that the deceased are capable of influencing life and the 
living. 'Death' is something or somebody. Objects that remind them of death tend not only to 
inspire the person with strong emotion, but also with fear. There is a conviction that dying has 
something to do with justice and sincerity. [5] 

Counselling 

Like all other people (with intellectual disability), those we have been discussing in the present 
section need closeness as much as they need to be able to share their grief throughout the 
sickness and death of a loved one. In this group of people as well, rituals and symbols may be 
used to good effect in coping with bereavement. 
It should be added, though, that people with mild intellectual disability may ask their counsellors 
questions to which there is no satisfactory answer. Euthanasia and life after death are cases in 
point. In situations such as these, it is important to take the other person seriously and to answer 
with sincerity. 
People with mild intellectual disability are likely to put questions to seriously ill persons that the 
non-handicapped would not dare to ask. Nevertheless, these questions should be taken 
seriously. They are real questions expressing real feelings. It is essential that these feelings and 
questions be taken seriously, even if the questions are difficult and, ultimately, unanswerable. A 
counsellor should try to find out just what prompts such a question. Is the person sitting in front 
of him scared, is he scared of the unknown or perhaps of being the sole survivor in the family? 
Do concern or grief play a part? Such issues deserve to be considered before answering the 
question. [1] 
People with mild intellectual disability need appreciation for the sympathy and care they give to 
others. If a responsibility is assigned to them while the loved one is dying or when the moment of 
saying goodbye has come, they feel appreciated. They can be involved in the funeral 
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arrangements or in the execution of the memorial service or funeral. They can help simply by 
lighting a candle, by saying a few words about the deceased person, by putting a letter or sketch 
on the coffin. They are capable of letting their counsellors know what exactly they want and feel 
able to do. Stories (for example, others’ biographies or those found in the Bible) may help to put 
the sad event and the grief into their proper place. The stories are likely to evoke strong 
emotions. They put the things being experienced into context and thus render them valuable. 
 

 
Daddy is dead 

 

Afterword 

The intent of this brochure is to describe the way in which people at different levels of intellectual 
disability handle death and mourning. Consideration of each level yields specific forms of 
behaviour to match these events. This is a useful guideline for the conceptualization necessary 
to a counsellor's work. It helps us towards a better understanding of people with intellectual 
disability, so that we can match our supportive work to their needs. 
The stages of development and forms of behaviour discussed in this text should not however be 
considered as static facts. Far from being absolute entities, the stages merge into each other. 
Each individual goes through his very own development which is characterized by the 
experiences he has undergone in life. Thus, processes from one stage of development will blend 
with another, and it is essential to successfully complete one phase before one can continue 
growing in the next. In counselling, a great many aspects that are important for everyone 
concerned may appear again and again. One of these aspects is the fact that a person needs to 
be able to let go and say goodbye while being able to rely on the closeness of others. 
Apart from knowledge of how to deal with death and bereavement in a context of development 
stages, there are other important issues – such as concretization and visualization – which we 
have not explored in depth. Among others, the following subjects should not be neglected: how 
to cope with one's own sickness and death (terminal care); important decisions concerning the 
end of life; the question of how far medical measures may go; and the taking of steps to prolong 
life. It is not always easy for a counsellor to handle such questions adequately while also trying 
to come to terms with his own feelings of grief. 
For the benefit of this brochure, we have chosen a specific line of approach intended to give an 
initial impetus to useful support with regard to death and bereavement. It would be carrying our 
argument too far if we were to subject every important aspect to a detailed discussion. For more 
information on the aspects mentioned, we refer the reader to our additional list of literature and 
to the list of addresses given below (see supplements). 
The subjects of death and of grief management are central to this brochure. We should like to 
stress that apart from death, there are other instances of having to say goodbye. At some point 
in their lives, people with intellectual disability may have to say goodbye to friends and relations 
for other reasons than those focused on here. This happens, for example, when a companion 
moves or a counsellor leaves because he has taken on a different job. Even such a parting, 
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while less dramatic, may be coupled with grief, so that those involved will need to be supported. 
In closing, let us state again that grief is a part of bereavement. It is a normal process that needs 
support, but whose problematic aspects need not be solved at once. If someone needs to share 
his story or his emotions, he should be able to do so, he should be able to find a person willing 
to listen. It is important for people to be there for each other. The experience of others being 
close to you and the renewed experience of something positive will help create a new 
perspective for the future. 
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Supplements 

 
Definition of some keywords 
 

Faith and development 

Every human being tries to make sense of his experiences. This also applies to loss. The way in 
which this happens differs from person to person. This development consists of a number of 
stages, with periods of equilibrium and imbalance appearing in a fixed order. The disturbance of 
a certain equilibrium will occur when a crisis, such as a loss, is experienced. Everything that has 
so far made sense in someone's life seems now to be falling apart. Under certain circumstances, 
a new pattern of faith may be built up. This process may be helped by a supportive environment 
and useful examples set by other people. Transitions such as those described here do not 
automatically coincide with a specific biologically defined maturity, a specific age or 
psychological stage of development. These factors, however, may help the person in question to 
make the transition to a following stage. The stage of faith that a person is going through has 
vital consequences for the manner in which he elects to deal with a crisis in his life. These 
consequences in turn determine the transition to a new stage in which new possibilities of faith 
are to be found. 
 

Symbols and rituals 

Symbols and rituals have existed since the dawn of Mankind. They are needed to express things 
for which we have no, or insufficient, words. The use of symbols is required at important 
moments in life. 
A symbol is an object referring to something outside itself (as a ring may refer to fidelity). 
Symbols are closely related to a particular culture, region, people, or religion. Certain actions or 
words may also be interpreted as having a symbolic function. 
If a symbol, a symbolic action, and symbolic language come together in repetitive usage, a ritual 
emerges. 
Symbols and rituals are part of an old tradition. Nevertheless, they may develop even today. 
Sometimes they are linked to a particular person. Symbols and rituals offer us a framework 
within which to express our own experiences, simultaneously channelling the emotions and 
ordering the chaos which these emotions may evoke. 
People with intellectual disability make a more intense use of (frequently personalized) symbols 
and rituals, not only because their powers of verbal communication are less pronounced, but 
because the imagination assists them more effectively in their experiences and intuitions. 
Imagination provides them with security and helps them to give order to complex reality. 
Especially in difficult situations which may cause a high degree of emotion and insecurity, 
symbols and rituals may support them in finding an adequate place for, and in coming to terms 
with, these difficult situations. This certainly applies to situations of loss. 
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Schematic overview 

Experience and counselling in cases of death and grief 

 
Profound intellectual disability 
IQ: Up to 20/25 Intellectual age: 0 to ± 2 years 
 
Experience 
• No realization of death 
• Understanding is based on sensual (body-centred) impressions and experiences 
• Communication is limited and non-verbal 
• Development of bonding and basic security 
• Reactions to death of loved one visible only from a intellectual age of six months 
• Loss threatens build-up of fundamental confidence 
• Loss mainly causes a breach of fixed patterns 
• Reactions of mourning visible in behaviour only after some time has elapsed 
 
Counselling 
• Offer closeness; physical contact 
• Daily life with fixed patterns should be maintained as consistently as possible 
• Allow people to concretely experience change 
• Make people feel and see what death means 
• Offer people a warm and secure atmosphere 
• Important resources: posture, facial expression, intonation of voice, making use of one's 

favourite senses, respectful touching 
• Offer concrete experiences to help cope with loss 
• Let others take over behaviour patterns belonging to deceased person 
 
Severe intellectual disability 
IQ: 20/25 to 35/40 Intellectual age: ± 2 to 4/5 years 
 
Experience 
• Limited realization of death 
• Egocentric way of thinking 
• Imagination and reality tend to merge 
• Beginning of linking up events such as sickness and death 
• Possibility of sober primary reaction to death 
• Understanding of death linked to concrete experiences 
• Beginning of questioning about how and what in relation to death 
• Death is seen as something temporary 
• Realization of death is definite and starts to grow as deceased person is increasingly missed 
• Magic thinking may evoke images of fear accompanying experience of someone's death 
• Limited development of language; people cannot put emotions into words, take things 

literally 
• Model behaviour of others has strong influence on experience of death 
 
Counselling 
• Offer closeness: just be there for the other person 
• Keep daily life both well organized and recognizable, with fixed patterns 
• Make concept of 'death' clear by concretization and visualization 
• Adjust imaginary pictures of death to prevent fear 
• Use specific (goodbye) rituals and symbols for grief management 
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• Answer questions on concrete, literal level 
• Offer to play and sketch as resources for expressing emotion 
• Watch own (model) behaviour, make own emotions known, watch own language 
• Let others take over most important patterns belonging to deceased person 
 
Moderate intellectual disability 
IQ: 35/40 to 50/55 Intellectual age: 4/5 to 7/8 years 
 
Experience 
• Limited realization of death 
• Basic capability of putting oneself in another person's place 
• Projection of own feelings onto other person 
• Development of insight into specific structures, such as time and family 
• Stronger comprehension and more pronounced means of expressing emotions in language 
• Growing sense of reality 
• Searching for logical explanations of death 
• Comprehension of death grows, but people are still unable to put everything in its proper 

place and become confused; they need specific explanations which are not (always) ready at 
hand 

• Growing comprehension of the irreversibility of death 
• Sober primary reaction to death 
• Feelings of guilt and fear as reactions to other people's grief 
• Reactions of mourning emerge at a later point in time 
 
Counselling 
• Offer closeness: just be there for the other person 
• Make being dead a concrete concept 
• Resources: Visualization, concretization 
• Help to cope with grief 
• Make use of rituals and symbols 
• Offer the opportunity to express grief 
• Make use of stories, plays, sketches, life stories and photographs 
• Give logical explanations to questions, make connections visible 
• Call deceased person to mind, talk about him 
 
Mild intellectual disability 
IQ: 50/55 to 70 Intellectual age: 7/8 to ± 12 years 
 
Experience 
• Clear realization of death 
• Persons know how to define themselves by comparison with others 
• Growing insight into specific structures (worldview) 
• Logical thought coupled to specific events 
• Empathy present, but experienced from own perspective 
• Realistic image of meaning of death 
• Realization of irreversibility of death 
• Mourning processes comparable to those of non-handicapped people 
• Think and talk about mystery of life and death 
• First questions about 'why and what for' 
•  

Counselling 
• Offer closeness; share bereavement experience 
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• Talk about what has happened; call memories to mind 
• Make use of rituals and symbols to cope with grief 
• Take questions seriously; try to find out which feelings lie behind reactions 
• Allow participation in farewell ritual 
• Allow task and responsibility in farewell ceremony 
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Complementary literature list 

 
The following books may be used when working with people with intellectual disability: 
 
• Breebart, P., and J. Breebart. Als je dood bent, wordt je dan nooit meer beter? Rotterdam: 

Lemniscaat, 1993. 
• Bruna, D. Lieve oma Pluis. Amsterdam: Mercis Publishing, 1996. 
• Couldrick, A. Als je vader of moeder kanker heeft. Zeist: Stichting Achter de regenboog, 

1994. 
• Kranendonk, A. Van huilen krijg je dorst. Rotterdam: Lemniscaat, 1993. 
• Post, A. Dag Siem, dag Tom. Heemstede: Altamira, 1991. 
• Sels, T. Nooit meer is voor altijd. Hasselt: Clavis, 2000. 
• Starmans, M. Over dood-gaan. Series Makkelijk over moeilijk. Den Haag: NBLC, 1991. 
• St. Christopher's Hospice / Stichting Achter de regenboog. Je vader of moeder is dood 

gegaan. Zeist: Stichting Achter de regenboog, 1998. 
• Van Essen, I. Ik krijg tranen in mijn ogen als ik aan je denk. Utrecht: De Bonte Bever, 1999. 
• Van Oosterhout, A. Doodgaan... hoe ziet dat eruit? Deurne:ORO, 1999. 
• Varley, S. Derk Das blijft altijd bij ons. Rotterdam: Lemniscaat, 1997. 
• Velthuis, M. Kikker en het vogeltje. Amsterdam: Leopold, 1991. 
 
These books discuss the experiences of death and grief in people with intellectual disability 
 
• Bosch, E. Dood en sterven in het leven van mensen met een verstandelijke handicap. 

Baarn: Nelissen, 1996. 
• Bruning, J. Tot alles is voltooid. Ervaringen aan de grens tussen leven en dood. N.p.: 

Stichting Zuidwester / De open Ankh, 2000. 
• Howell, M.C., et al. Serving the Underserved: Caring for People Who Are Both Old and 

Mentally Handicapped. Baltimore: Exceptional Parents Press, 1989. 
• Keirse, M. Helpen bij verlies en verdriet. Tielt: Lannoo, 2000. 
• KLIK. Infomap over sterven en rouwverwerking: 'Doodgewoon' (1994), several articles, 
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• Lukken, G. Geen leven zonder rituelen. Hilversum: Gooi en Utrecht, 1986. 
• Smit, J., and J. Meijerink. Rondom sterven. Hoevelaken: SGO, 2001. 
• Urlings, H.F.J. Stervensbegeleiding als onderdeel van de levensbegeleiding. Kerkrade: UBD, 

2000. 
• Voorzet. Themanummers over stervensbegeleiding en rouwverwerking. 1988, 1(2) and 

1994, 7(4). 
 
Books about death and mourning in children 
 
• Fiddelaers-Jaspers, R. Jong verlies, een handreiking voor het omgaan met rouwende 

kinderen. Kampen: Kok & Lyra, 1998. 
 
Books of remembrance 
 
• Beijk-Damen, T. Het levensverhaal van mensen met een verstandelijke handicap. 

Dwingeloo: Kavanah, 1997. 
• Fiddelaers-Jaspers, R. Ik zal je nooit vergeten. Heeze: Stichting In de wolken, 1999. 
• Oosterhout, A., T. Spit and W. van de Wouw. Mensen met een verhaal. Een narratief-
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• Van Delft, M., and T. Beijk-Damen. Dit ben ik, mijn levensverhaal in woord en beeld. 
Dwingeloo: Kavanah, 2000. 

• Werkgroep Vizier. Levensboek. Budel: Damon, 2000. 
 
Video’s 
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• KLOS. Doodgewoon. Huis ter Heide: KLOS, 1990. 
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Links for information 
 
Foundation 'Achter de regenboog' 
Biltstraat 449A 
3572 AW Utrecht 
Phone: + 31-30-2368282 
Fax: + 31-30-2300893 
 
Foundation 'In de wolken' 
Spoorlaan 9c 
5591 HT Heeze 
Phone: + 31-40-2266626 
Fax: + 31-40-2260173 
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The focal point of this brochure is the experience of death and the management of grief in 
people with intellectual disability. 
The experience of death and the management of grief are viewed in relation to a person's 
intellectual and socio-emotional development. Both issues are discussed in detail. In addition, 
the brochure provides guidelines for an adequate support of the processes mentioned. 
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