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ANDREW; A JOURNEY 
 

 

The title comes about because in a way, we have travelled from one place to another; in fact 

to another world and back; to the  parallel universe described by H G Wells in "The Plattner 

Story". 

 

In this tale, a teacher is blown by an explosion in a laboratory into a ghostly world where he 

can see other people and hear what they are saying, but they cannot see or hear him. He 

reaches out for help but he cannot touch them. The teacher describes the sensation as being  

"in the world, but not part of it" and he comments that "it is an extraordinarily disagreeable" 

experience.  

 

I agree with that, because we, as a family, have been there; but our parallel world was right 

here, surrounding us now; its called  "The World of the Life-Limiting Illness and the Parent-

Carer". 

 

That may seem to be an over-statement but in this paper I hope to demonstrate that the 

analogy is, in fact, not so far from the truth.  

 

 

The Family 

 

I mention the family; so who are we?  Well there is of course Andrew; the talk is about him.  

Then there is Andrew's mum, Sally and also Louise, who is now aged eight. I also have two 

other children, Janet and Christopher, who are in their late twenties. 

 

Andrew died aged nine, on the 29th August 2000, from Niemann-Pick (Type C) and we are 

still adjusting to the changed situation. We realise that we are not the same persons now as we 

were ten years ago when the journey began. The experience of caring, protecting, problem 

solving and being an advocate has dramatically changed our perceptions and our reactions to 

the events of the everyday world.  

 

Louise, throughout the period of Andrew's illness, displayed remarkable maturity. She 

supported Andrew and patiently coped with the demands thrust upon her by the sad 

circumstances.  

 

 

The Illness 

 

Andrew was diagnosed as having the life-limiting, metabolic disorder, Niemann-Pick Disease 

(Type C) at the age of four, after he had started to display developmental delays. Initially, we 

had great difficulty in obtaining accurate information about the condition, possibly because of 

the low number of sufferers.  

Eventually, through the Niemann-Pick Family Support Group we discovered that the 

condition is rare and can affect adults but occurs most frequently in children of school age. 

Life expectancy varies considerably. Although the child may initially seem healthy, as the 

condition slowly advances over several years, the symptoms gradually become more 

numerous, more severe and increasingly unpleasant and distressing. 
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The Symptoms 

 

The initial symptoms may include; 

        *  enlarged liver and spleen,  

        *  difficulty with upward and downward eye movements,  

        *  slurred speech,  

        *  sudden loss of muscle tone,  

        *  difficulty with walking.  

 

Later, other symptoms gradually develop and become severe.       

        *  progressive loss of motor skills, 

        *  progressive loss of intellectual abilities,  

        *  posturing and loss of use of limbs,  

        *  an inability to eat, drink or speak,  

        *  severe muscle spasms and acute pain, 

        *  breathing difficulties,  

        *  frequent chest infections,  

        *  epilepsy and periods of unconsciousness, 

        *  incontinence,  

        *  impaired vision, 

        *  changes in perception and hallucinations. 

 

Eventually, difficulties develop in the control of basic functions such as;  

        *  breathing,  

        *  heart rate,  

        *  temperature control.  

 

The later symptoms are complex, they interact and they are difficult to control. A variety of 

drugs are used to target specific symptoms. These include sedatives, pain-killers, muscle 

relaxants and antibiotics. 

 

Throughout all of this, the child can retain an awareness of their surroundings. They respond 

positively to and are greatly helped by humour, gentleness, kindness and love. 

 

At present there is no cure for Niemann-Pick disease. 

 

 

Sharing our lives with Andrew 

 

So what can one do in a situation like this? I would imagine that most parents would do what 

we tried to do and that was to be positive and make the most of what time there was available 

so that there were at least happy memories.  

 

 

 

We found Andrew a most extraordinary child with whom to share our lives.  He had a 

magical quality about him which made it a pleasure and not a chore to look after him.  
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He had a most engaging smile and a very direct and eye catching gaze which he used to great 

effect and an infectious chuckle which soon had others laughing as well.  

 

 

 

 

 

 

He was always very affectionate and loved being close to his favourite adults. Silly games 

really amused him and he looked forward to rough and tumble games with his older sister, 

squealing with laughter and delight. He always watched Louise's activities with an amused 

and patient smile. Later in the illness, he clearly appreciated Louise stroking his hair or sitting 

on his bed, listening to the stories which were read to him. 

 

 

He was a very questioning and curious child and loved to investigate how things worked. He 

had an amazing memory and displayed a remarkable spatial awareness. He would 

communicate by verbalisation, gesture, eye contact, facial expression and hand or finger 

pressure. 

 

He did all the things young children do; play for hours on the carpet with toys, listen to audio 

tapes and watch his favourite videos.  

 

He loved the sensation of movement and speed and would shout out in glee as he took his feet 

off the pedals of his tricycle and free-wheeled down the hill outside the house. 

 

 

 

We have many happy memories of day visits and holidays with Andrew. Although it became 

increasingly difficult to go away with all the equipment that was needed, it was clearly worth 

it in the longer term.   

 

 

Andrew was inspirational because of his personal qualities. He was a very patient but 

determined individual and we are sure this helped him cope with the difficulties of the illness.  

 

His courage in the face of enormous difficulties was extraordinary.  

 

 

A Change in Life Style 

 

Before Andrew was diagnosed, I used to be an enthusiastic DIY person. However, as the 

symptoms of Andrew's illness gradually became more numerous and more severe, we had to 

adapt our life style to accommodate the changing circumstances. As well as trying to cope 

with the symptoms of the illness and maintain a "normal" family life, we also had the 

problem of accessing services. 

 

Only later, in retrospect did we realise that we had entered a different world; (the "parallel" 

world referred to earlier). 
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Difficulties with Service Provision 

 

A problem that we had not anticipated was the absence of suitable services for Andrew. The 

basic difficulty seemed to be a lack of awareness that a different set of "rules" apply in the 

case of children who have degenerative disorders.  

 

We found that; 

  *   The service providers did not recognise the complexity of the symptoms. Frequently the 

decline was perceived as linear, with only one or two major, static and controllable 

symptoms.    

 

  *   It did not seem to be appreciated that delays resulted in the service not being available 

when it was needed and when it was provided it was inappropriate and could not be used. 

 

  *    The service provision was reactive. What would have been better would have been a 

pro-active service provision, where the diagnosis of the disorder triggered a planned response. 

 

  *  There appeared to be a commonly held belief that provision aimed at the "average" 

individual in any service category, would result in a "trickle-down" effect to cater for those 

with the extreme service needs. The general experience of families was that this did not 

happen and the result was inadequate and inappropriate service provision from most service 

providers. 

 

  *  It should be recognised that children with degenerative disorders are a group of 

exceptional children, in exceptional circumstances, with exceptional needs, who require 

exceptional resources immediately, because later is too late; their condition may have 

worsened or they may be dead by the time provision is made.  

 

 

Differences in Perception 

 

There appeared to be a genuine belief that the perceptions of the service providers with regard 

to meeting the needs of the ill child were in every way the same as the service users. This was 

not the case, because the viewpoints were different. What might have been the same was a 

wish for the service to be of a high quality, but the motivation to find a solution was very 

different. 

 

a)   The service provider's perspective. 

 

The "problem" faced by the service provider is organisational in nature and is essentially 

concerned with decision making. The individual is in a position of control and their activities 

are focussed on requisitioning, distribution and meeting performance and financial targets. 

            

The consequences of any decisions made will affect others and will not impact directly on the 

quality of life of the decision maker. The individual, at the end of the working day, can leave 

the problems behind by going home. There will be a generally positive ethos associated with 

the problem solving activities because it is done from a position of resource "sufficiency". 
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b)   The service user's perspective. 

 

For the service user, the organisational "problem" has more than one focus in that they have 

to identify, explain and then justify their ill child's needs. They then have no control over the 

outcome of their requests for resources. 

 

The decision, made by someone else, will directly affect their quality of life and that of their 

ill child. There is therefore a strong feeling of personal involvement in any decisions that are 

made. As they are in a position of resource "deficit" there will be a generally negative ethos 

surrounding the situation. 

 

 

The Issues Facing a Family Caring for a Child with a Degenerative Disorder 

 

If there had been a full understanding by the service providers of the issues facing a family 

caring for a child with a degenerative disorder, then many of the difficulties we experienced 

would not have occurred.  

 

I have grouped these issues under the headings of The Ill Child, The Parent Carer, The 

Siblings and Education. 
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The Ill Child 
 

 

 

Respecting their Abilities 

 

It is important that the intellectual abilities of individuals with degenerative disorders are 

respected. They have not always been as they are now and any deterioration is likely to be 

selective and differential. Although they may have difficulties with outward communication, 

they are often fully aware of the communication of others and will still be using many 

interpretive skills. 

 

Recent research by Snyder and Miller has shown that although patients affected by 

degenerative disorders will suffer a general loss of abilities, some may actually develop a 

heightened awareness of their surrounding and even find that specific skills are enhanced. 

 

Belief in the child reinforces their self perception of being important, respected, trusted and 

held in high esteem. The child will see from the actions of those about them that they are 

valued as individuals. In addition, if the assumption is made that the child does have an 

under-standing of what is being said to them and an awareness of what is happening around 

them, then this will ensure a constant flow of sensory information which will engage and 

stimulate them. 

                             "Awareness assumed is awareness maintained" 

 

 

The Ill Child's Perspective. 

 

We realised that it was helpful to see the world from the child's perspective of the bed or the 

wheelchair. For any ill or disabled child, they are at a lower level to those around them and 

normal social contact is based on an assumption of similar face levels. People are 

unconsciously "unsettled" by the asymmetric positioning; it is at odds with their everyday 

experience of balanced interaction and effective links may not be made. 

 

 The children are slightly distanced by the wheelchair and certainly by the bed and this affects 

interpersonal spacing. When the child is in hospital, the situation can be made worse by bed-

sides and lockers or equipment being positioned at the side of the bed.  

 

 If they require support to maintain an upright position, then they are also to some degree 

"enclosed" and this makes physical contact of a supportive nature difficult. The back and 

shoulders are usually used when showing concern or giving emotional support and this is 

largely precluded if the child is in a wheelchair or bed. For younger, distressed children, it is 

difficult for the parents or the carers to give them a supportive cuddle.  

 

In addition whereas an ambulant child would be able to either stand up or back away if they 

felt uncomfortable or threatened, this is not an option for a child in a bed or a buggy.  

 

 Difficulties can also be caused by the unnecessary elevation of items of interest, work 

surfaces, equipment, control mechanisms and switches. 
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 Although the above points may seem obvious, our everyday experience revealed that it was 

not commonly recognised.  

 

 

"Slow Down a Little Please" 

  

Degenerative conditions can impair some cognitive and perceptual processes. There is an 

increased need for the individual to be given time to absorb information and accommodate to 

new circumstances. Rapid rates of change may outpace their ability to follow what is 

happening. It is helpful to give lots of preparatory warnings of some anticipated event and 

maintain a commentary to explain the change in circumstances. For example; 

 

                           "Don't suddenly move my wheelchair and please lift and  

                           transfer me slowly."  

                           or  

                           "Your steady walk, pushing me down the corridor, may be  

                           far too fast for me and become a terrifying journey."  

                           or  

                           "Give me time to eat and drink. I cannot do it quickly. 

                           My swallow function may be affected and I could choke" 

 

 

Language Skills 

 

Children with degenerative disorders might well start to experience difficulties with the 

interpretation of language, particularly if it involves abstract concepts. They seem to find it 

much easier working in concrete terms. For example, open ended questions involve too many 

stages for the child to be able to formulate a response. Closed questions, with the subject in 

front of them, are much easier. 

 

 

 

Maintaining Contact. 

 

As the condition advances, there is the potential for the child to become trapped inside an 

uncooperative mind and body. This raises an issue of emphasis: Where should the focus be; 

on the child who cannot speak or the listener who may not understand?   

It might initially appear that children who lose their ability to speak should be taught other 

recognised  methods of communicating. However they may have impaired cognitive and 

motor skills which may well preclude this. 

 

The emphasis on the transmission of information overlooks the role and the skills of the 

receiver. For the perceptive carer, there are a host of cues which can give some indication of 

the child's physical, mental and emotional state and even of their thoughts and wishes.  

General indicators are posture, verbalisation and facial expression. More specific, body 

language indicators include gesture, positioning of head and limbs, degree of eye contact, 

muscle tenseness and movement of eyes, eyebrows and lips. 
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Although the links are limited, it allows the child to communicate with their carers, thereby 

reducing feelings of isolation and helping to maintain positive attitudes. These children do 

communicate and are often shouting silently at the world. Those about them need to be 

sensitive to this and have the skills to "hear" what they are saying.  

 

 

Using the carer's hands as a medium for communication. 

 

We found that holding Andrew's hand gave him reassurance and allowed back and forth 

acknowledgement. This was usually a slight movement of the fingers or a gentle increase in 

pressure linked to the spoken word, facial expression or gestures. 

 

The carer's hand laid flat on the side of his chest revealed an enormous amount of information 

about his state of health and well being at any given time. 

 

We were able to feel; 

 *    the degree of muscle tenseness, 

 *    the extent of the muscle spasms in his chest wall,  

 *    the depth, pace and regularity of the breathing,  

 *    the amount of effort that was being used to inhale,  

 *    any bubbling or "spongy" feeling in his lungs,  

 *    his temperature and whether his skin was wet or dry ( hot and  

       sweaty or cold and clammy).  

 *    and, if he was experiencing difficulty in breathing, indicate a rhythm to reassure him.   

 

I would often sit with Andrew for long periods, gently speaking to him and reassuring him. I 

found that often my breathing would adjust to his and there was a feeling of being "at one" 

with him. 

 

 

 Pain control. 

 

Pain and its control proved to be a major issue for Andrew. It was an "invisible enemy" in that 

its effects were not displayed as dramatically as other symptoms and yet its impact was 

significant on a child already ill with other problems. It was either constant low level pain for 

long periods or intense pain for too long a period. Towards the end of Andrew's illness, as his 

medication levels steadily increased, we found the whole process of judging pain levels and 

ensuring adequate medication to be emotionally very draining. Generally we feel that there 

are a range of issues with regard to the nature of delivery, speed of acting and effectiveness of 

medication used for pain relief. 
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The Parent Carers 
 

 

The second group of issues are those concerned with the parent carers. 

 

 

The Identity of the Carers 

 

The assumption should not be made that the child's carer is either;  

 

i)   One person only, on the basis that the other parent carer works. Both parents 

may be carers, one having given up paid work (and the career, positive self-image 

and sense of contributing both to the family and to society that is associated with 

employment). 

 

ii)   Two people fulfilling interchangeable roles. It is unlikely that each carer is a 

duplicate of the other in terms of experience, skills, knowledge, aptitudes and also 

style and nature of interaction with the child. Although there will be some overlap, 

it is likely that there will be some role differentiation for the sake of efficiency; one 

might deal with bedside and nursing issues; the other with support and advocacy. 

This should be borne in mind when either providing information or training.  

 

From the carer's point of view, interviews, clinic appointments, reviews, and 

familiarisation sessions are ways more meaningful when both carers are there, as 

there are then two to pose questions, remember the information and clarify points 

raised during the discussion. In difficult situations they can also provide mutual 

support for each other. 

 

ii)  Female, which can overlook the stress for fathers resulting from a complete 

change of life-style, characterised by:- 

*  A change of role within the family. 

*  Loss of social status. 

*  Loss of social contact and friends. 

*  Loss of freedom by being constrained to the house. 

*  A dual feeling of inadequacy caused partly by existing work skills, (acquired over 

a long period), being made redundant by the new circumstances, but also by the 

pressing need to quickly acquire new medical/nursing skills and knowledge. 

 

Additionally, fathers can experience difficulties when nursing a sick child because 

they are perceived by some support staff as acting outside their "appropriate" 

domestic and social roles and are therefore deemed to be lacking the necessary 

skills and experience. 

 

iii)  An adult, which results in the role of children as carers being frequently 

overlooked. Although it would be extraordinary if an older child had full 

responsibility for looking after a sick younger sibling, it is possible, if the parent 

were ill or incapacitated. Certainly, children do play an active role in the care of ill 

siblings, whether it is through a personal wish to do so or by force of circumstance. 
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The Consequences of Caring 

 

 

Depersonalisation 

 

Support staff should be sensitive to the consequences for the parents of constantly coping 

with, or resolving, either existing or new care demands, which are placed upon them by the 

circumstances of the illness. It is easy for outsiders to inadvertently overlook or be unaware of 

the fact that the carers (and other family members) are  themselves, in effect, "disabled" by 

the rigid timetable of care routines that are required to maintain normal, everyday life. 

Families with a disabled and ill child are far less resilient than other families. They find it far 

more difficult to adapt quickly to changed or new circumstances. 

 

The caring situation results in varying degrees of depersonalisation, brought about by:- 

 *  Lack of sleep. 

 *  Loss of privacy and personal space. 

 *  Loss of the opportunity to be creative and reflective. 

 *  Loss of freedom of choice in personal and family matters. 

 *  Loss of leisure activities, including holidays. 

 *  Social isolation. 

 

Although a lot could be said about any of the problems listed above, perhaps the most 

difficult to cope with is the combination of disturbed sleep patterns and inadequate sleep. It is 

not surprising that there is a sense of unreality about the world in which carers live.  

 

 

The Stress of Caring 

 

The carers will also evidence stress. This will not arise solely from the physical act of caring. 

Other, hidden factors will also add to the difficulty of the situation, possibly leading to the 

eventual break-up of the caring relationship. 

 

Examples of these are:-  

 

a)  Financial difficulties, brought about by:-    

*  Loss of earnings. 

*  Increased day to day expenditure. 

*  Major outlay for specialised disabled equipment and building adaptations. 

 

b)  Unsatisfactory dealings with the service "providers" resulting in;  

*  a high level of unresolved stress.  

*  strong negative feelings which can adversely influence domestic, social and work 

situations and reduce further the poor quality of life of the carers, often resulting in 

mental and physical health problems. 

 

c)  Inappropriate and unnecessary professional, administrative, procedural and legislative 

secrecy. "Trust us, we know best; you don't need to know" attitudes, which result in :- 

*   a difficulty in accessing information (barriers). 

*   information not being freely available (restrictions). 
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This clearly has consequences for the carer's urgent need to acquire knowledge and expertise 

to adequately cope with the extreme care needs of a child with a degenerative condition. This 

requirement will cover medication, nursing care, specialist equipment, housing adaptations, 

allowances, funding, access to voluntary bodies, counselling and advocacy groups and also 

issues connected with Education, Health and Social Services. 

 

d)  Hospitalisation of the home. 

There is a strong feeling of a "loss of ownership" of the home as it is adapted to fulfil care 

needs and becomes increasingly like a hospital, filled with care equipment. 

 

In addition, because the focus of the adaptations is the ill child, there can be an associated 

reduction in the quality of life for the rest of the family, brought about by loss of amenity and 

increases inconvenience.  

 

Also, whereas professional carers have the opportunity to leave the care area at the end of 

their shift and go home, no such opportunity exists for parent carers as the "home" is actually 

their place of work and their partner is their work colleague. This can considerably affect the 

dynamics of the relationship between the parents.  

 

e)  Respite.  

There appears sometimes to be some misunderstanding about the meaning and nature of 

respite.  

 

Respite from the task of caring does not necessarily mean the complete detachment of the 

parents from the patient. Many parents feel that children with profound disabilities, requiring 

complex medical and nursing care, cannot be left for long periods in the care of others. A 

constant, parental presence is necessary to mediate between the child and the environment, 

otherwise they becomes highly stressed.  

 

Simply allowing the parents to move from the front line of care to a position of standby is to 

provide respite, allowing them time and space to relax and recover; they do not always need 

to be in a completely different location; just in the same building but removed from the 

pressures of direct caring. This is also reassuring to the anxious child who knows that 

although the parents are not in the same room, they are still nearby. 

 

There is also an expectation/perception (perhaps motivated by propriety) that parent carers 

must be together when they are given "time-off" for recreation or leisure. This overlooks the 

fact that if they are both at home working together as carers for long periods, they may 

actually welcome a short break from each other.  

 

In addition, many carers benefit from being in the company of people whose circumstance are 

more "normal" than theirs. It acts as a temporary distraction and counteracts the sense of 

unreality that the situation creates. 
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Helping the Parent Carers Care. 

 

If parents choose to look after their very ill child at home, (which is clearly in everyone's 

interests) then they need support. They will be looking after the ill child for the greater part of 

the 24 hour period and their main focus will be trying to maintain as good a quality if life for 

the ill child as possible, by ameliorating the unpleasant effects of the symptoms.  

 

Although they may have acquired some expertise as carers, they are without formal training 

and do not have the benefit of previous experience or easy access to academic reference 

materials, good practice handbooks, or informed colleagues. Much of the  information they 

are given is provided in a haphazard manner, on a "need-to-know" basis and is therefore in a 

fragmented and limited form. This is not conducive to good learning and will not result in the 

desired outcome of a better understanding of the care processes. 

 

Community planning seems to assume a large professional training and care input. The reality 

is input limited and the parents carry much of burden relying on intuition, creativity and 

common sense.  

 

 

The Role of The Keyworker. 

 

A way of assisting the parent carers in the organisation of resources is to use a Key Worker. 

 

The Leeds Key Worker Project, which has three staff and is multidisciplinary, began in 

November 2000, as a direct result of joint working between The Parent Participation Group 

and the Development Worker for Disabled Children.  

 

It aims to provide a needs-led, proactive, flexible and family led service providing a single 

point of contact between family, services and professionals. Unlike other projects where the 

role is an additional responsibility, the team work exclusively in key worker roles.  

 

Their support has made an enormous difference to the lives of the families with whom they 

have been involved. Our experiences with Andrew, from the time of diagnosis, would have 

been entirely different had we been able to benefit from the expertise and advocacy skills of a 

specialist key worker.  

 

 

The Key Worker Team Network. 

 

The Key Workers have identified 32 organisations with which they have frequent contact. For 

a lay person, with no previous experience or existing contacts, such a list would be 

formidable.  

 

In our case, although we had no contact with four they listed, without difficulty, we could 

immediately think of another 16 with whom we did. Generally we had to initiate and maintain 

contact ourselves which in the short term, adversely affected our care commitments. This 

makes clear the necessity of having the support of a key worker. 
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The Siblings. 
 

The third set of issues is grouped under the heading of The Siblings. 

 

The impact on siblings of having a brother or sister with a life-limiting illness is frequently 

overlooked. This is largely because the focus of attention is on the ill child in an attempt to 

provide and maintain as good a quality of life for them as possible. 

 

Many of the difficulties encountered by the parents will also have an impact on the children. 

Like them, the siblings also suffer a restriction of freedom, gradually "lose" a member of their 

family with whom they still live, have to accept additional responsibilities, do not have a 

"normal", (as perceived by their friends) home and life-style and have to deal with the 

problem of the death of a family member.  

 

For the siblings however, life still goes on. For the younger children particularly, they are at a 

formative age and there are future consequences to their current experiences. The way in 

which they are guided through the unfolding events will shape their reactions to future 

circumstances; opportunities taken or missed now will return later to influence the child's 

adult world. 

 

 

A Summary of the Issues 

 

Although there are many issues concerned with being the sibling of an ill child, the more 

significant ones are; 

 

 *   Independence 

Often expectations of what a younger child can do at a given age are higher; for example, 

getting dressed, occupying  themselves and being available to help (even on the telephone) at 

times of crisis. 

 

 *   Isolation 

There is the potential for children with very ill siblings to feel isolated. This may be brought 

about by either a reduced level of contact with their peer group and wider family members or 

by the lack of someone to talk to who has a full understanding of the issues that are troubling 

them. It may well be that the sibling's experience is unique in the area where they live and 

there may be no other pupil at the school they attend with whom they can identify or share 

their thoughts and experiences. 

 

 *   Restrictions 

One restriction imposed on siblings by the circumstances of illness is the gradual reduction 

and eventual absence of holidays and visits. Even when the sick child is still relatively well, 

going away is difficult because of financial constraints, the amount of equipment that has to 

be taken, the unpredictability of the illness and the necessity to be near a hospital.  

 

Once at the destination, lack of assistance means that there are further restrictions on the 

sibling's activities. Often they are limited to safe, low-risk activities. 
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 *   Feeling Upset 

Often overlooked is the effect on the sibling of noting, in an unconscious way, their own 

distress and that of others and not necessarily commenting upon it. For example, just knowing 

that a brother or sister is very ill, in great pain, or is upset can, in itself have a considerable 

impact on the emotional state of the sibling. In addition, seeing parents unhappy, distressed, 

tense, very tired, sometimes asleep for short periods during the day and apparently becoming 

detached from each other because of stress and care demands, can also have a very unsettling 

effect.  

 

Although they may be invited to talk about their concerns, the child may prefer to say 

nothing, believing that the parents have enough burdens without the extra problems of an 

otherwise well child.  

 

 *   Quality Time 

For all children, but siblings in particular, the use of dedicated (or quality) time is a great 

help. These are periods of pre-identified and protected time when the child knows they can 

look forward to the undivided attention of one or both of the parents. It requires careful 

planning and some multi-tasking and is clearly difficult in the unpredictable circumstances of 

caring for a child that is very ill. The experience of many parents, is that these periods are 

most rewarding and highly valued by the siblings. 

 

Input from other adults can supplement these positive, security periods. Clearly the more 

input there is, then the greater will be the chances of reducing the impact on the siblings of 

the parent's preoccupation with care issues and their inadvertent lack of attention. 

 

 *   Bereavement 

Preparing the sibling for the death of the ill child, giving them an understanding of the 

concept of death, making them aware of its implications and preparing them for its 

consequences is a difficult exercise. Each child will have their own base level of knowledge 

and from this will need to be built up a progressive understanding to the point of explaining 

what will eventually happen to their ill brother or sister. 

 

Depending on the age of the child, they are likely to go through several phases in their 

understanding of the concepts and it will be necessary to provide the information in stages, 

giving them chance to absorb the new ideas.  

 

Young children often have difficulty in understanding the finality of death so it is helpful to 

encourage them to take the opportunity, while there was still time, to say and do all the things 

that they feel need to be said and done. 

 

Deciding whether or not the sibling should be with their brother or sister at the moment of 

death will depend very much on the circumstances and the individuals involved. It does not 

have to be a frightening experience however and if the death is peaceful then it is likely to be 

accepted by the prepared sibling as another natural stage in the whole series of events, both 

sad and joyful that has marked the life of the ill child. 

 

Equally, if the sibling can be sensitively involved in the funeral arrangements and the service 

itself then that will all contribute to the healing process. 
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 *   Family Bereavement Sessions. 

Sibling bereavement sessions are often of great benefit in aiding the healing process and 

allowing the child to move on from the trauma associated with the illness. They have 

experienced an extra-ordinary and very difficult period of their lives but with help, support 

and guidance, they will be able to come through this stressful time and start to return to the 

bright and cheerful children they used to be. 
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Education 
 

The final group of issues are those concerned with Education. 

 

 

The Nature of the Educational Input. 

 

One might assume that all the measures to deal appropriately with children with degenerative 

disorders are in place in an organisation which is overseen by a government department. 

However, that is far from the case. Perhaps the reason for this is that the nature of the 

educational input that is required for children with degenerative disorders is not fully 

understood by those responsible for planning and policy making. 

 

When parents are considering their child's education, they are mindful not only of academic 

and performance related matters, but also of care, medical and quality of life issues. For a 

family whose life is totally affected and controlled by the child's illness, the quality of the 

child's school life assumes an enormous significance.  

 

A focus on academic issues, where care is a secondary activity, ignores the other end of the 

educational continuum where the emphasis is reversed. A stress on care and quality of life 

issues is as valid an educational approach as an academic one because it meets the child's 

changing needs and impacts directly on the child's ability to respond to any "academic" input. 

 

 

Does the Child Fit the System or the System Fit the Child? 

 

Schools are based on an assumption of pupil progress; they are now even judged and ranked 

according to the rate and success of that progress. Even the curriculum is structured in terms 

of attainment levels. A child who is regressing as a consequence of a life-limiting illness is 

the antithesis of that organisational and curriculum ethos. It is not surprising  that both the 

child and the professionals working within the school feel challenged by the situation. 

 

 

Statementing a Child with a Degenerative Condition. 

 

There are problems in trying to apply the statement process to the situation of a child with a 

degenerative condition, because it becomes an expanding (and not a diminishing) document, 

with  some of the objectives not being met. 

 

Most input will be towards the end of the process as more and more information needs to be 

included and the width of the brief widens.  The reviews become increasingly complicated.  

There is a greater emphasis on care and medical issues. The total number of people involved 

with the care process can increase considerably and a co-ordinating role is required. Much 

more pressure is placed on the parents as they are the only persons who have an overall 

integrated view. There is the potential for some conflict and stress. Staff may not recognise 

the unique nature of the situation and may see the parents as over fussy, when they produce 

increasingly lengthy lists of needs and care requirements. Parents, uncertain of the procedure 

and unsure as to the degree of detail required, can find the reviews increasingly stressful. 

Also, the later descriptions of needs will differ greatly from the initial one. 
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Being a needs/resources/objectives model, the current statementing process assumes progress 

and therefore requires careful and flexible application when used in its present form on a 

child with a deteriorating condition, who by definition, will continually fail to meet set, 

progress oriented objectives. 

 

 

The Importance of Getting it Right First Time 

 

For children with a life-limiting condition, education has an extra dimension. For them, it is a 

once only event; there is no second chance; they cannot return to it later in life. This places a 

responsibility on all those who make a contribution to the education of the ill child, to ensure 

that they provide the high quality of service that these children deserve within their shortened 

life-span. For them, a rewarding and enjoyable educational experience will be something they 

do remember for the rest of their lives. 

 

 

"Illness and disability do not necessarily disadvantage a child; 

but the way we treat them could." 

 

 

 

 

 

A Concluding Thought. 
 

As a family, we are going to greatly miss Andrew: part of us and part of our lives has been 

taken away.  We know however, that in some ways he is still with us and will continue to 

share our lives, shaping our future and living through our periods of joy or sadness. 

 

Andrew is buried in the village churchyard. His headstone bears the following tribute. 

 

 

Andrew Graham Wray 

Fondly remembered by all who knew him. 

 

Courageous and determined, 

He was an extraordinary and special boy 

 

 


