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Coping When Your Child Has 
A Chronic Or Serious Illness
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The long term process of adjusting to a chronic illness in a child and managing the demands of their condition and treatment can be a challenge for any family. Parents often react differently depending on their personality, the child’s condition, and the support available. But most parents experience some kind of difficulty. This leaflet outlines some common feelings, makes some suggestions about strategies to try and what help can be available.

Common Feelings and Struggles

Coping or “Just Getting By”: Many parents report that even though they are “coping” this does not necessarily mean they are managing well. Many say that they simply have no choice or alternative, and are just getting on with situations they would have found impossible before. 

Siblings’ Needs: Feeling worried about your other children, who are coping with the effects of their siblings’ illness. They might be witnessing unpleasant treatments or consequences of the illness/treatment, they might be reacting to the loss of parental time and attention, or they might be cross and upset at the changes in the family. Working out how to handle these dilemmas can be an extra stress for parents.

Loss of Confidence: Feeling that you can’t keep up with managing the usual demands of family life, feeling uncertain and losing confidence in your parenting skills is a common response. 

Arguments: Coping with conflict and tension in the family or with your partner/spouse. Different people react differently and at different times, and this can add to the pressure. Old arguments, or new ones, might feel much more prominent and disturbing than before.

Money Worries: Financial worries, managing to stay at work, dealing with employers and coping with housing or employment difficulties. 

Post Traumatic Stress: Finding it difficult to forget upsetting events or news – feeling like you are re-living unpleasant experiences or having flashbacks. Some people find they avoid certain situations, places or people in case it reminds them of upsetting moments.

Crisis Times: Managing to cope well during particularly challenging times (like being admitted to hospital) but then finding it hard to manage so well when the demands appear to be less serious. Often this is when there is more time to think, reflect and remember.

Switching Roles: Managing other roles and responsibilities - being a worker/colleague, being a loving wife/husband, caring for older family members, maintaining friendships and social contacts. Finding it hard to have an independent life and feeling you are “trapped” in either caring for your child, earning money, or just keeping the “show on the road”.

Managing Change: Coping with unplanned appointments or demands, sudden changes, unexpected demands or unpredictable routines can be really difficult and “throw” you. 

Being Positive: Many parents feel guilty about recognising that there are some things about their situation that are positive. Recognising the benefits of a situation does not mean that you welcome what has happened – it just means you are making the best of things. 

Learning New Difficult Things: Learning about and managing complex medical information, following complicated treatment regimes, doing tricky procedures or feeling like you have taken on a ‘nursing’ role which makes being a parent more difficult. These challenges can feel really daunting, although you want to help medical staff and prevent your child having to attend so many appointments. 

Comforting Others: Often parents feel that as well as managing their own upset and fear, they have to cope with other peoples’ upset too – teachers, family and friends, other families and patients, and people at work. Sometimes feeling that other people can’t understand can lead to parents withdrawing and losing support just when they need it most. 

Marital Strain: Couples often say that they no longer have time for each other, and find it hard to prioritise talking, sharing and being together. Sexual activity and having time out together can go by the wayside, and others find it hard to talk openly together about their fears, upset, anger or uncertainties. Sharing practical demands and necessary chores at home might also become more strained. 

Tiredness: Feeling exhausted, over-tired, not sleeping well, being woken during the night, and having difficulties getting to sleep. 

Guilt: Many parents feel guilty. They feel guilty about perhaps being part of the cause of the illness, about not being able to protect or comfort their child, about having to make a child accept unpleasant treatments, about not providing for their family as they had planned, about not coping as well as they had hoped. These feelings can be hard to accept or talk about, but sometimes they can “leak out” in unhelpful ways – at home, at work, or at hospital. 

Services: Hospitals and other services are not always able to be flexible enough to support families, and coping with rigid rules, lack of coordination, trying to understand poor communication or working out who does what can make things even more stressful. Working out “how the system works” can be difficult and frustrating.

Parenting: Most parents struggle with working out the extent to which they should make allowances for their child feeling unwell, and balancing this with maintaining the usual boundaries and rules that we know help children feel safe and secure. Parents often feel unsure how much to treat the poorly child as “special” for what can be lengthy periods versus allowing them to lead as “normal” a life as possible. 

What Can Help

There is no “right or wrong” way to cope – you need to find what suits and helps you, in your unique situation.
· It is important to have somewhere to talk openly. This doesn’t have to be with professionals, although formal support can sometimes be available.

· Try to maintain as many normal routines as possible, even in small ways – bedtimes, bath times, mealtimes and activities after school. This helps children feel safe and secure and gives them places where the illness is not the centre of attention. Even poorly children need to know what is acceptable or not. Making too many allowances can increase a child’s anxiety.
· Introduce the idea that the whole family can talk together, even when upset. Being upset and cross is normal. Talk about ways each of you tries to cope with these normal feelings. Don’t try to “protect” family members from feeling their upset – give ‘permission’ to cry and express feelings in a safe place.

·  Recognise that upsets might not be about the thing that triggered them! Everyone gets grumpy when they are tired or worried. 
· Ask about what statutory and charitable funding entitlements are available, as well as any other practical or emotional support. 
· Ask about whether any parents groups are available where you can share ideas and get suggestions about practical strategies. Talk with the medical team about where you might get help or advice.

· If your child is having particular difficulties with procedures, some practical advice can be found about how to help them on the following link: www.shropscommunityhealth.nhs.uk
· If you have concerns about the medical team and how your child’s care is coordinated, talk about them with the team if at all possible. They will want to help and need your feedback to improve the situation for you.
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