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Louise; Sibling of Andrew.

A Parents' Perspective.

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 brother or sister 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.

Martin House is clearly aware of this as demonstrated by their input and support for Louise. The comments that follow are a way of affirming this. They are also an attempt to highlight the difficulties experienced by one child but they will in fact reflect the experiences of many others.

It might also be regarded as a parents' tribute to Louise; recognition of her patience, trust, steadfastness and bravery.

--------------------------

Louise's Experiences.

Children Helping Children

The fact that Martin House makes a direct contribution to the care of the ill child is very obvious to any parent staying at the hospice, but it was a while before we realised that there is also a less obvious contribution that is made to the support of the siblings of the ill child.

As well as the planned and overt input from the staff there is the remarkable situation of the children, often quite unwittingly, assisting in the coping and healing process, by offering support and help to each other. 

Louise both benefited and contributed to this process. Totally unaware of her role, on one occasion when we were staying there, she helped a family by playing for most of the day with a younger child, whose sister had died during the previous night. In the evening, the girl asked if Louise could sleep in her room because she was missing her big sister and Louise was pleased to help. The staff made-up the sofa-bed by the window and after the two of them had bathed and donned their night attire, they snuggled down in their beds and went to sleep. 

The fact that we were later invited to the funeral allowed issues about death to be raised that we had not previously been able to discuss. "What was in the box? Why was the girl who had died in it?".....and many more.   

When Andrew was very ill, Louise came and sat on my knee while I was having breakfast and surprised me by saying, "Daddy, I think Andrew will die this time." I took the opportunity of confirming that we thought that as well and then she again took me by surprise by saying, "After breakfast, can we all go down to the little bedroom where Andrew will be when he has died?" I said we could and we went down later that day. We had not mentioned the existence of the room to her, but apparently, it had come up casually, in conversation with the other children.

Growing Up Quickly

If the sibling is younger than the affected child, then as they develop, their understanding of the situation will change and this needs to be accommodated. We found that we needed to expand our explanations of the illness, its effects and the eventual outcome to match Louise's increased understanding.

In retrospect, we realised that our expectations of what Louise was able to do at a given age were often higher; for example, getting dressed, occupying herself, clearing away toys, using the telephone and generally being independent. Also at times of crisis, she knew that we relied upon her to be close at hand but not get in the way, not ask too many questions and be available to help (even on the telephone) if necessary. This she did very successfully and we are very grateful to her.

The steady flow of visitors dealing with matters relating to Andrew and his illness meant that Louise had contact with lots of adults. She often appeared to observers to be older than she actually was, partly because of her confident and friendly disposition but also because of some aspects of her knowledge; for example knowing of the use and dosage of Oramorph or surprising a doctor in hospital by not only by identifying an X Ray plate, but also the part of the body shown on it.

One possible benefit for Louise from Andrew's illness is that she has developed a surprising array of skills and attributes. Frequently, we were totally occupied meeting Andrew's care and nursing needs. This was particularly the case if he was more ill than usual. She often had to play by herself and has therefore acquired a degree of independence. This seems to have fostered creative, imaginative and lateral thinking skills. She is also very practical and has good fine motor control. 

She was a frequent visitor to the Art and Craft Room at Martin House and continually amazed us with the drawings and models that she brought down to the bedroom to show us and Andrew. Often, when there was an opportunity to leave Andrew for a while and we went to check where and how she was, we would find her in the computer room, engrossed in a game or a picture making programme. 

Louise learned to ride a bicycle while at Martin House. The extensive grounds with gentle gradients and inter-connected pathways were ideal for the purpose. Several staff have commented that they have a mental picture of her, sitting bolt upright on her bike with an intense expression of concentration on her face, pedalling furiously and rushing round the garden pursuing the other children. 

Louise benefited enormously from music therapy during our stays at Martin House. It is well accepted that music has a great therapeutic value for children. With Louise, some effects we recognised as immediate, but others were more subtle and longer term.

The music therapist Maggie was most empathetic and seemed to sense that Louise would benefit from her professional input. She quickly established good rapport with Louise and introduced her to an amazing musical world where she could lose herself in her own creativity. For Louise, the Music Therapy room was a gateway to an extra-ordinary world of rhythm and tonal colour, sometimes exciting and brilliant; at other times subdued and achromatic. 

Maggie allowed Louise to experiment with her own flute and much to our surprise she was able to generate notes. From this initial encouragement has grown an interest in creating music for pleasure. She often retires into the conservatory with the instructions that she is not to be disturbed and involves herself in compositions for her flute, fife, recorder and key board. She also enjoys rehearsing the music she has been taught at school.

It is difficult to say with certainty that she is creative because she had to occupy herself, but it may be that the development of a predisposition to be skilful in these areas was aided by the circumstances. In addition, perhaps being busy was a distraction strategy; a way of taking her mind off the difficult situation with which she had to live.

Friendship

At Martin House, Louise also had contact with children whose circumstances were similar to her own. In Barwick, the village where we live, with a population of approximately 5000, as far as we are aware, Louise was the only child with a brother or sister with a degenerative disorder. Certainly at her Primary School, her experience was unique, so there was no other pupil with whom she could identify or share her thoughts and experiences.

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. 

Louise had a lot of knowledge that was outside the experience of her friends, so found it difficult to share it with them. This could have created difficulties had she not had contact with other siblings of illness at Martin House. Talking to them made her realise that she was not alone and there were others in the same situation. She also had contact with concerned and interested adults who were skilled and experienced in counselling. With them she was able to discuss problems, express concerns and seek solutions.

Louise's unusual knowledge and different home circumstances sometimes created difficulties for her when her friends came round to the house to play. There were some uncertain reactions to the setting, context and focus of some of her play activities, because it was outside the everyday experience of her friends. They sometimes experienced difficulty with the terms used, the "medical equipment" she had made and the nature of some of the role-play.

In addition, she did not have a "normal" life-style or home as perceived by them. Some of her friends seemed to be unsettled by Andrew's symptoms and the degree of "hospitalisation" within the home. The house often appeared rather cluttered and untidy because of the lack of storage space to accommodate all the extra equipment and materials needed to support Andrew. 

The nature of some of Louise's experiences were different to that of her friends. Her relationship with her brother differed because to some extent there was a role reversal; he was the older brother but she was involved in caring for him. 

She spent a lot of time in his room, nominally with the carer but actually with him. She would sit on Andrew's bed and either read or talk to him, stroking his hair and holding his hand and generally comforting him.

She often chose to be directly involved in Andrew's care, helping her mum with gastrostomy feeds, medication, making beds and doing some personal tasks like combing his hair. She was always very gentle and very loving and clearly took pleasure in the act of caring for her brother.

Although Louise might not have experienced some of the more robust aspects of life as a younger sibling she did have strong emotional ties with Andrew through shared moments and common experiences. 

Lifestyle.

Without help, it was difficult to ensure that Louise maintained a "normal" life-style and continued to be involved in her usual range of activities. Visiting her friends, doing sleep-overs, going to swimming or dancing lessons, attending parties, or travelling with others to the theatre or cinema was always a logistical problem. Even if we asked our friends to help, it required their continuing goodwill and made demands on their time and energies which were difficult to repay.

In addition, attending school for activities which required parental input, such as parents' evenings, PTA meetings, summer fairs, social events and even collecting items accidentally left at school, became an organisational problem.

Holidays

One restriction imposed on Louise by the circumstances of the illness was the gradual reduction and eventual absence of holidays and visits. Even when Andrew was relatively well, going away was difficult because of financial constraints, the amount of equipment that had to be taken, the unpredictability of the illness and the necessity to be near a hospital. 

Once we were at the destination, lack of assistance meant that there were further restrictions on Louise's activities. If we did anything as a group, there were limits to what we could do. Whatever Louise was able to do by herself, we had to be cautious as we were not completely free to adequately supervise her for long periods and perhaps allow her the freedom she would otherwise have had. As a result we had to limit what Louise did to safe, low-risk activities.

On Louise's return to school at the end of the school holidays, there was the potential for difficulties when her friends talked about where they had been and what they had done and then asked where she had been. More generally, because of our need to be cautious over spending, Louise sometimes felt uncomfortable when talking to friends about topics which reflected the spending power of their parents.   

Although as a family, we could not go away on holiday when Andrew became very ill, we did arrange for Louise to spend a week with her cousin. She was reluctant to go at first, but when she realised that it would be the equivalent of her holiday with us, she agreed to go. In the event she benefited from the experience, because it increased her independence.

Expediency Life-Style

During the periods when Andrew was particularly unwell at home, we found that we had to adopt an "expediency life-style" and do things as and when we could. Even the normal daily routine of mealtimes became disrupted, resulting in fragmented meals both for the family and also the individual. 

For Louise that meant that we were no longer sitting together at the table, able to converse, interact and identify as one family unit. This was one benefit, among many, of our stays at Martin House. It gave us chance to relax, unwind and re-establish the activities that help unify a family group.

Coping with Difficulties

Louise often found problems and set-backs difficult to cope with and became angry and frustrated when tasks seemed insuperable. It did not occur to us immediately that we were exactly the same in the context of returning to work; after what we had been through we did not want to be continually challenged and tested by uncooperative and difficult pupils throughout the working day.

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 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 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. We found that Louise did talk to individuals who were outside the family group but were clearly interested and sympathetic.

We often felt that night-times could be very difficult for Louise, particularly if she was awakened by us during the night, either accidentally by our movement and conversation, or intentionally, in order to inform her of some change of circumstance. She would often wake to find several people in the house who were strangers to her, but were actually the doctor and ambulance crew called by us to deal with a developing emergency with Andrew. Equally difficult for her was waking to find that one parent and her brother had "disappeared" during night and were yet again staying in the hospital. 

Similarly, one parent might meet her at the end of the school day to explain that while she was at school, Andrew had become unwell and had been admitted to hospital or Martin House, which in the latter case, would mean a change of residency and all the associated upheaval.

Later, when Andrew was provided with overnight nursing care at home using agency nurses, there was the additional unsettling factor for Louise of going to sleep, each evening, with the knowledge that there was a stranger moving about the house. Although we adopted strategies to minimise the effect, even we as adults found difficulty in adjusting to the situation. 

The periods when Andrew was in hospital caused an enormous upheaval to Louise's family life. Often, one parent would be there for the morning routines and to do the school-run, while the other, (after the mid-day change-over at the hospital), would pick her up from school, make tea, take her to hospital in the evening to see Andrew and give the other parent a break and then take her home to put her to bed. 

This inflexible routine could continue everyday for five weeks until Andrew was well enough to return home. Clearly we both became extremely tired during these periods, partly because of the anxiety and being "on-duty" all the time, but also because of the lack of sleep every second night while staying on the ward with Andrew.

Even the logistics of travelling to, parking near and getting in and out of the hospital in poor weather, late at night and in darkness were difficult and added to the stress and fatigue levels, all of which impacted directly on Louise and her quality of life.

The Value of Support

We found that by being good parent-carers to Andrew and meeting all his care demands, we were, by default, in danger of becoming "bad" parents to Louise. 

Clearly a caring parent will attempt to compensate for the unintentional disadvantaging of the siblings and try to explain that it is the unfortunate circumstances that bring about the lack of attention, not a lack of interest or concern. However, for young children, it is actions that count and not frequently repeated explanations. What they require in good measure is their parent's time, interest and energy.

Unfortunately, circumstances do not allow for this. What the overtaxed parent-carer needs to help and resolve the dilemma they find themselves in is appropriate help and support. If this is not provided, then difficulties in relationships between siblings and parents can develop, both in the shorter and longer term.

Fortunately, the Paediatric Nursing Team, Martin House, Barnardo's Castle Project and in the later stages, Social Services, all recognised that there was a need for sibling support and Louise benefited greatly from their input.

For Louise, the use of dedicated (or quality) time was a great help. These were periods of pre-identified and protected time when Louise knew she could look forward to the undivided attention of one or both of her parents. It required careful planning and some multi-tasking and was clearly difficult in the unpredictable circumstances of Andrew's severe illness. Our experience, like that of many parents, was that these periods were most rewarding and highly valued by Louise.

Critical points seemed to be the start and the end of the Louise's day. A period of quality time during breakfast and the interval before going to school seemed to prepare the her for the problems of the day so that she left the house "feeling good" about herself and the world. At bed-time, our focused attention meant that she went to sleep feeling loved and cared for, despite all the difficulties surrounding her in the house. 

Though much of this may seem obvious to a detached observer, for a parent-carer, in the midst of the turmoil and stress of caring for a very ill child, 24 hours a day, over an extended period, achieving such a simple objective is far from easy without outside support. That is why recognition of this fact by the various agencies supporting the child and family is so important.

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 parents' preoccupation with care issues and their inadvertent lack of attention.

Andrew's Death.

A memory that is firmly fixed in my mind is that of having to tell Louise on Christmas Day that it looked as though her brother was going to die. Andrew was downstairs in the conservatory when he became very ill and we had to call the emergency doctor. He felt sure that Andrew would not survive for long and extended his stay in order to provide support. In the event, Andrew slowly started to recover and later that evening, we were able to move him back upstairs to his bed. 

Fortunately, we had been able to prepare Louise for such an event. However, we found that giving Louise an understanding of the concept of death, making her aware of its implications and preparing her for its consequences was a difficult exercise. She was aware that one set of grandparents had died, that a cousin of her generation had died suddenly and that people could die from accidents. From this, we had to build up steadily to the point of explaining what would eventually happen to Andrew.

Louise went through several phases in her understanding and we had to provide the information in stages, giving her chance to absorb new ideas. We were helped in this task by a member of the Palliative Care Team at St James Hospital who provided both story and work books for us to read through together. By good fortune, at the same time, one of a series of television programmes for young children was devoted to the topic of death and we all found it most helpful, as it linked well with the printed material.

We were aware that young children often have difficulty in understanding the finality of death so we had to encourage her to take the opportunity, while there was still time, to say and do all the things that she felt needed to be said and done.

We also encouraged Louise to ask questions. In stressful situations, even adults can find framing and asking questions difficult, so for a young child, this is likely to be even more the case, especially where they are reluctant to do so because their parents are clearly stressed and preoccupied. 

When Andrew died we were all by the bedside so Louise was able to give him a kiss and say good-bye to him almost as it happened. A little later, Louise said that she would like to go down to the cool bedroom to prepare it for Andrew. She had clearly thought about the preparations because she was able to immediately gather together a small collection of significant items. Once the room was ready, as a family, we all took Andrew down to the bedroom.  

We tried to involve Louise as much as possible in the funeral arrangements and were helped in this by the staff of Martin House and the Funeral Director. Louise went with us to look at the grave site and also the type of coffin that would be used. The undertaker, for personal reasons, was very pleased that Louise was involved and answered all her questions, even taking the top off a coffin at her request so that she could satisfy herself that the padded and lined interior would be just right for Andrew. 

Louise also contributed to the planning of both the funeral and the memorial service by making suggestions and was herself involved in the services.

After Andrew's Burial.

Sometimes in conversation, Louise's friends asked questions about her family and whether or not she had any brothers or sisters. She had the dual difficulty of explaining that Andrew had died and then coping with the sometimes awkward reaction of the questioner. She also found that she required time to adjust to her sudden change of status from younger sibling to only child.

For some families, visiting the grave of the deceased child can be very distressing. The sense of loss can be heightened by the sudden cessation of the caring role. Some families have overcome this by focusing on looking after the headstone and the grave area. Doing this makes the site more familiar to them and allows them to continue in a caring role, even though it may be greatly reduced. They may also have a sense of pleasure at keeping the area clean and tidy.

We often visit Andrew's grave as a family and Louise helps cut, place and water the flowers. She also takes pride in cleaning the headstone with a damp cloth.

Family Bereavement Sessions.

The sibling bereavement sessions have been beneficial to Louise and she has enjoyed the pre-session trips to the theme park and the theatre. One of the staff noted that in the theatre, she was studiously reading and then carefully gathering leaflets. When asked why, she replied, "My dad likes leaflets" and, indicating one of them, surprised the questioner by pointing out that Coppelia was a future production.

When we were offered a visit to Lapland to see Father Christmas (an offer we initially could not believe to be true), we felt that we would all have to miss one of the family bereavement sessions in order to prepare for the visit. Louise was very keen to attend and was disappointed when she realised that she might miss the session, so we changed our arrangements and departed later so that she could be there. 

For the past two years at Christmas, we have contributed to Light up a Life and attended the service at York Railway Station when they have lit the lights on the Remembrance Christmas Tree. At the end of the service, as we were looking at the tree lights, I asked Louise which light she thought was Andrew's. Without hesitation she replied, "The light right at the top of the tree."

As well as finding the comment very moving it also made me realise that children often have their own perceptions of situations and that adults wishing to help young children who are siblings of the ill should be very aware of this fact. 

Conclusion

Louise has experienced an extra-ordinary and very difficult period of her life. Towards the end of Andrew's illness, as he became increasingly unwell, it was noticeable that her personality seemed to change and she became, understandably, quite subdued and serious. This became another area of concern for us. However, with the help of the many generous people with whom she was involved, she has come through this stressful time and is starting to return to the bright and cheerful child that she used to be.

She will not be exactly the same person as she was because she has had a life-changing experience. We are not sure what the future holds for her (or any of us) but we hope that with continuing help she will be able to build on her experiences and use recent events in a positive way to shape a better world for herself and others.

We are grateful to those who have helped support and care for Louise. Without them, the situation for her and the rest of the family would have been desperate. 

It is interesting to note that when ever there is mention of visiting Martin House to leave items or money, Louise is always keen to come with us. In addition, when we first started staying at the Hospice when Andrew was quite well, Louise would tell her friends that she was going on holiday and would enthusiastically explain to them all the things she would be doing.

This is perhaps an unspoken tribute to Martin House and all those individuals, seen and unseen, who have worked hard to create the hospice as it is now. 

------------------------

David and Sally Wray    4/1/02

------------------------
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