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Association for Children with a Disability


‘Giving Bad News to Patients and Their Families’

Introduction

Personal Perspective

· OVERHEAD – Impact of diagnosis on parents
· Note: How ‘bad news’ is explained can influence coping mechanisms, Therefore it is important to be a good communicator

· OVERHEADS – Key practice tips when giving bad news.
These tips have been put together from my own experience and 3 other references:

· Delivering Bad News by Susan Sach, Noticeboard Magazine of the Association for Children with a Disability /January 2000

· Delivering Difficult News by Stanley D.Klein and Kim Schive, Exceptional Parent Magazine /August 1996.

· Skills for Breaking Bad News by Dr Ruth McNair, Melbourne University.

· Debriefing

The Association has over 3,000 members on our database, some doctors are members and receive our magazine Noticeboard, we also have tip sheets available for doctors – Key Practice Tips when working with families of children with a disability.

‘Giving Bad News to Patients and Their Families’

Hi, I am a parent worker with the Association for Children with a Disability and a parent of a child who became severely disabled and chronically ill. The Assocaition provides information, support and advocacy for parents of children with a disability in Victoria. There is no other organisation like ours anywhere else in Australia. 

This presentation could also be titled ‘delivering life altering information’, for indeed the family on the receiving end will have their lives changed forever, nothing will ever be the same again as they constantly make adjustments to their lives. It is impossible to imagine how much your life changes unless you have lived and breathed parenting a child with a disability and/or complex medical needs.

We experienced the joys and the sorrows of parenting our daughter for thirteen and a half years, it was the journey of a lifetime and an experience that we will never forget. Our daughter Leah, required ongoing hospital admissions, it seems like we spent half our lives living in the hospital. Many battles were fought and I learnt very quickly that as a parent my opinion did not carry very much weight with the medical profession. 

Unfortunately in my circumstances, I was on the receiving end of bad news on many occasions and I can’t recall a time when it was done with the understanding and realisation of what the news meant to us as parents and the impact the news would have on our daughter. 

As parents we were never given a choice if we wanted our daughter present when ‘bad news’ was given and indeed her comprehension and understanding were not taken into consideration. In certain situations when we were told that she would die, it would have been preferable to have a meeting in a private place, not in a ward full of people and in front of our daughter.

I am aware that giving bad news can be very difficult for doctors, but put yourself in the parent’s shoes and imagine how hard it is for them to be able to take on board devastating news. We have parents calling our office very upset and distressed at the way in which they have been given bad news. 

I would like to talk about some examples of how my family has been given bad news.

The first time is when my daughter was admitted to hospital at 6 weeks of age for tests and deteriorated rapidly with the onset of projectile vomiting and convulsions. Then cerebral irritation set in and my husband and I did not know what was happening to our baby. Our daughter was seriously ill.

Some tests were done and we felt like we were not being informed about the ramifications of her illness. One afternoon my parents were spending time with our daughter at the hospital while my husband and I had a break. 

The Paediatrician took it upon himself to tell my parents that their grandaughters diagnosis was ‘infantile encephalopathy’ (a devastating diagnosis) while we, her parents were not present at the hospital. 

We felt that this was inappropriate timing and that we, the parents should have been given this information first and in an environment where we could freely ask questions and get answers and indeed to be able to digest this news, and inform relatives in our own time. 

The opportunity to do this was in effect taken away from us and we were left dealing with this devastating news about our baby without the proper protocols and processes having been followed through.

Leah’s prognosis was poor and we were told to take her home to die at 13 weeks of age. The next 5 years were spent in and out of hospital with at times serious and life threatening illness for our daughter and ongoing appointments with various paediatricians looking for answers. 

Our gut feeling was that our daughter had serious underlying problems, which were impacting on her life and causing deterioration in her health and development.

Eventually Leah had a barium swallow performed at 5 and a half years of age to investigate the ongoing episodes of severe vomiting and associated convulsions. 

We received a phone call to say that some abnormalities had been found and a meeting had been arranged with the surgeons the next morning. I was not made aware of the seriousness of the findings and therefore my husband went to work and I attended the appointment alone. 

The news of the diagnosis malrotation of the bowel was devastating for me because I had said for years that my daughter had severe problems with her stomach/ bowel, which I believed were triggering off her convulsions. 

The surgeons explained to me that my daughter would have had ongoing intermittent bowel obstructions since day 1 and it was a miracle that her bowel had not gone gangrenous and also that this condition is known to cause convulsions in babies. 

The surgeons were then pouring over the films from a barium enema which had been performed on my daughter when she was 10 months old looking for intersusseption. The surgeons said to me that the malrotation really should have been picked up at that time. 

They then went on to ask me do you know what has happened here? 

I immediately thought of the ramifications of this diagnosis and my mind was racing backwards and remembering all the hospitalisations and all the pain and suffering that my daughter had endured. 

I was in shock by this stage and had nobody at the hospital to support me. 

I can clearly remember being told that my daughter would be undergoing emergency major bowel surgery the next night. 

Due to the state I was in and struggling with all the memories of what my daughter had been through I didn’t even ask what surgery she was going to have. 

As I was leaving the rooms in tears the Surgeons said are you okay? I think I said yes and I left their rooms and drove my daughter home without realising how I had got there. 

Obviously in this instance it would have been better if we had been pre -prepared with a warning that the news could be serious to enable us to:

a) make a decision about who would attend the meeting

b) prepare ourselves before the meeting

Many times in the hospital system because of my daughters disability bad news was given to us in such a way as if we should have expected it but without any understanding of our love for our child. 

We also encountered at times a lack of compassion for what our daughter had been through and even sometimes the fact that she was a person I feel was forgotten by some Medical professionals. An example of this is when we went to see an orthopaedic surgeon for my daughter’s scoliosis/kyphosis post major bowel surgery. He examined her and said “rigidity, rigidity – I wouldn’t touch her with a 10 foot stick”. 

This is only part of it. Consider case studies like mine, and how families could be better supported when on the receiving end for ‘bad news’ or ‘life altering news’.

Impact of diagnosis on parents

· Loss of dreams, hopes and expectations they had for their child.

· Loss of the ‘perfect child’ becomes loss of the young adult etc.

· Even if a parent has suspicions a diagnosis/prognosis can be devastating.

· Afraid for their child’s future.

· Guilt that this has happened to their child.

· For some parents the diagnosis is a relief because they finally have an answer for all their concerns.

· Some mothers have stated that doctors frequently negate concerns about their child’s development. They may be patronising, condescending or imply that the parents are neurotic and overanxious.

· It will have an impact on them for the rest of their lives; most people can still recall the exact words that were said when they were on the receiving end of bad news.

Key Practice Tips when Giving Bad News.

Setting

· Meet with the parents separate from the child.

· Encourage both parents to attend.

· Meet with the knowledge that there can be a second meeting.

· Create a private setting.

· Allocate sufficient time.

· No interruptions.

· Equality - equally comfortable seating at the same height.

· One or two key professionals should attend.

Include the professional that will be involved in follow up communication.

Information

· Progressively lead up to delivering the bad news.

· Start by sharing information that you know to be true.

· Parent input about their observations.

· Professional to confirm and/or clarify parents concerns.

· Focus on the information that parents need at the time.

· Provide facts about the diagnosis – use specific diagnostic terminology.

· Repeat the main facts in different ways.

· Information dosage: Be guided by the parents.

· Avoid detailed prognosis.

· Recognise that some of the information may not be heard or absorbed.

· Check back to assess their understanding.

· Provide written information.

Grief Response

· Empathise.

· Listen to the parent’s reactions and validate fears and concerns.

· Be comfortable with various responses – tears, numbness, disbelief and anger are normal responses.

· Reassure the parents that this is a normal response.

· Give permission to be frightened, angry or upset.

· A couple might respond differently. Indicate that this is normal.

· Encourage parents to be supportive of each other.

· Be aware of your own feelings – don’t lecture!

Hope

· Create a relationship of working together.

· Empathise – talk about what can and can’t be done.

· Have a good knowledge of the service system.

· Provide support group contact details.

· Identify links and key contact people for the family.

· Arrange another meeting time.

· Provide your contact details in case of questions before the next meeting.

· Identify a short-term plan.

· Offer to inform others.

· Acknowledge that it is difficult to remember everything that has been discussed. 

· Prepare a summary report.

· Include observations, the diagnosis and any recommendations.

Debriefing

In an ideal world debriefing would be readily available for all who work in the helping industry, including doctors. The reality is that with time constraints and the pressures of work it is often difficult to find the time to debrief. 

My role as a parent support worker involves talking to many parents who are often very distressed. 

It is not always possible to debrief between parent calls, but when I do have the opportunity to talk with colleagues in an appropriate, confidential, environment the benefits are obvious – not only to my own sense of well – being as a worker but also to the quality of service I provide to parents.

I would urge all health professionals involved in the giving of bad news or life altering information to meet in an appropriate, confidential environment to debrief with peers, colleagues or supervisors.

