Parents’ and children’s involvement in decision-making during hospitalisation.
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In a report by Peter Boylan published the first week in March at the Commission for Health Improvement children and teenagers say that they feel that they have the right to participate in decisions about their treatment rather than being passive recipients of care. However, they also say that they are unhappy with the lack of communication and that they don’t think that they are sufficiently involved with the decision making process. The report was compiled from 59 separate reports from voluntary bodies and statutory organisations and is largest ever compilation of feed back from children and about health care. All the information, comprising 700 individual pieces of feedback, is being put on a database, to which health professionals will have access.

When a child is ill, the family is always affected. During resent decades, there has been a shift in paediatric health care towards family-centred care based on a close and continuous involvement of the child’s family. Family-centred care (FCC) has become a commonly used term in children’s hospital and wards. No definition of family-centred care exists; however, widely recognised key elements are those described by the Association for the Care of Children’s Health in North America. They centre around the concepts that the family is the constant in a child’s life, whereas service systems and personnel within those system fluctuate, and the parent/professional collaboration at all levels of health care enhances the care of children within health facilities. FCC is considered by some to be the cornerstone of modern paediatric care, while other believes it is an ideal that cannot be successfully implemented. 

The UN Convention on the Rights of the Child formulates the needs of children and young people in terms of human rights. The message of the convention can be summarised in; children are to be respected and adults should see and strive to understand the child and take measures judged to be in the child’s best interests. This gives rise to the question - what is best interest?

The best interest standard gives no definite directives of what is the best for each child. But according to Beauchamp & Childress ”A surrogate - or proxy decision maker, must determine the highest net benefit among available options assigning different weights to interests the patient has in each option”. Proxies are allowed to decide for an incompetent person because the interests of the third party and those of the incompetent (person) are so close that in choosing his or her own interests the third party will choose very much as the incompetent (person) would. When the child is not judged to be competent or to have legal right to make a decision the parents are most often obligated to act as proxy decision-makers. If the child, its parents and the professionals disagree on a treatment, or on what is seen by adults as something in the child's “best interests”, then children's roles in decision-making must be mitigated by giving parents the moral and legal space to make decisions which will facilitate the child's long-term autonomy. The legal and ethical concept of the "best interests of the child" has become contentious as some feel it is vague, unknowable, individualistic and open to abuse. However, it is seen as a standard of reasonableness in law and is thought to be most applicable when used in conjunction with the parents' right to consent for their child.

To be able to make decisions for incompetent patients (including newborns) Beauchamp and Childress (2001 p 154) suggest the following qualifications: “(1) ability to make reasoned judgements (competence), (2) adequate knowledge and information, (3) emotional stability, and (4) a commitment to the incompetent patient’s interest that is free of conflicts of interest and free of controlling influence by others who may not act in the patient’s best interest”. How many parents to an ill child at hospital do you think have those qualifications?

Competent adults are allowed to define their own concept of best interests even if their views about what would benefit them are very different from those of the rest of the society. Children and young people have not generally been given the same options. Traditionally, other people - usually their parents - have chosen for them. Increasingly, however, it is being recognised that children and young people have a lot to contribute to decision-making. The European Convention on the Rights of the Child point out that in all actions concerning children the best interests of the child should be a primary consideration. In ten articles the European Association for Children in Hospital, EACH, has formulated children’s rights in hospital, and emphasises the child’s right to information and participation in accordance with age and maturity. This is in correspondence with for example the Swedish Health and Medical Care Act. Involving children and young people in decisions is motivated above all by showing respect for the child’s ability and promoting the development into an autonomous decision-maker. But also in order to promote trust and communication. Collaboration is facilitated, as is the performance of procedures and treatment. Furthermore, to be involved in the decision-making process makes it easier for the child to experience control over the situation.  

Before I describe some of the research we have performed concerning children’s and parents’ involvement in decision making I would like to discuss some of the central concepts in paediatric nursing, useful and I would say essential in all kinds of care. The concepts are: autonomy, integrity, competence, assent, consent, and refusal.

What is autonomy? The Oxford Dictionary defines autonomy as ”Personal freedom and liberty to follow one’s will” . According to the Norwegian philosopher Tranöy and the Swedish professor in medical ethics Göran Hermerén personal autonomy is a morally based right to self determination and a right to be involved and make decisions that concern one’s own welfare. Beauchamp & Childress state that an autonomous individual is characterised by acting in accordance with his/her own free will based on his/her own chosen life plan. An autonomous action can be identified if it’s occurring intentionally, with understanding and without controlling influences that determine the action. At least two prerequisites must be fulfilled to be able to talk about autonomy: the person in question must be free from influence and control, and must have the capacity required for intentional actions. I will not go in to the limitations of autonomy but I think you can see for yourself that there are many limitations in health care if those two criteria are to be fulfilled - the patient should free from influence and control, and must have the capacity required for intentional actions. To get a connection between theory and practice the words from Beauchamp & Childress are of greatest importance. ”To  respect an autonomous agent, is at minimum, to acknowledge that person’s right to hold views, to make choices, and to take actions based on values and beliefs. Such respect involves respectful actions, not merely a respectful attitude”. 

This leads as to the concept of integrity as the aim of autonomy is to protect integrity. It is easier to violate a person’s integrity during times of life when for some reasons the individual’s autonomy is reduced or non-existent. I’m sure you can think of many examples. Children, elderly, confused patients, unconscious patients, and so on. Patients of all kinds - when you are ill you often loose autonomy. The Swedish professor in medical ethics Göran Hermerén differentiates between two families of primary meanings of integrity. One is closely related to the original meaning - whole, unaffected, undivided, and healthy. According to this definition integrity cannot be graded, it belongs to all people, from the beginning of life until its end. According to the other meaning integrity is a characteristic and using this definition we can talk about a person with a strong integrity is a person who is not easily influenced.  

There is some confusion regarding the concept of competence. Maturity, capacity, competence are used in the literature as if they were unchangeable. Beauchamp & Childress describe competence as  “The ability to perform a task”. The criteria for competence vary, as the requirements are relative in relationship to a special task. Competence can be illustrated as a continuum from full competence in a certain issue, on a certain occasion, to total inability on another occasion. This is important to remember. When assessing individual competence it is necessary to refer to specific competence and not general competence.

Assent is a term frequently used in the context of consent from minor children who are not legally permitted to enter into a contract. A commonly accepted definition of assent is the child’s agreement to participate”. Children are considered to assent when they have sufficient competence to have some appreciation of the procedure, but not enough competence to give full consent. Consent differs from assent in that competence and voluntariness are required. Consent is generally taken to be a reasoned and voluntarily permission, implying that all relevant data needed to make a reasoned decision have been offered and understood. Sometimes a child is considered competent to consent but not to refuse. In other words the child’s competence is not questioned and the child is allowed to make a decision as long as it is in accord with the parent’s and staff’s views, but not if its not. We are many who argue that there should be no difference in the requirement for competence for consent and for refusal, since the right to give consent is worthless if there is no right to refuse. 

Parents are present a great amount of time during the hospitalisation of their child by staying at the bedside, being physically present during threatening events, and participating in the decision-making process. We have in many studies seen that parents’ desire increased input into their child’s health care and are taking a large role in their child’s nursing and medical treatment. Parents do not want to make final decisions but they do want to be involved in the decision making process. In some of our studies it was found that children have different needs in non-threatening and in threatening situations during hospitalisation. The need for information and participation was the most obvious in non-threatening situations. 

But are parents participating in decisions concerning their child’s care? And are children themselves involved? Well in one of our research projects we tried to find out how it was at one of the University Children’s Hospital in Sweden.

During a nine-week period, 24 children and their parents were followed during the course of events at the hospital. Twenty-five children and their parents were asked to participate. All parents agreed to participate but one teen-age girl declined and was therefore excluded. The observers were available on specific days, when children were chosen with respect to gender, age, diagnosis, and type of admission. No children with life-threatening diagnoses were included. However, if the child needed intensive care during the hospital stay it was observed there as well. In total we made observations for 135 h. 

All parents could speak and understand Swedish. However not all of them were born in Sweden. Children were between five months and 18 years and were hospitalised at seven different units: the emergency department, departments for infectious diseases, neurology, endocrinology, oncology, cardiology, and surgery. Eight of the children sought care at the emergency department. The others were planned admissions. Observations were made during both day care (15 children) and longer hospital stays (nine children). The longest hospital stay lasted for two weeks.

For data collection, non-participant observations were used. Non-participant observations provided an opportunity to observe parents, their child, and health care professionals in different situations during the hospitalisation. The observer’s role consisted of observing and listening. However, children and parents were themselves able to initiate topics of conversation. The observer recorded field notes immediately after each period of observation. If observations lasted for several hours, notes were made during short breaks. Field notes were systematic notations and records of events, behaviours and included descriptions of the people present, verbal and body language. Words and sentences were written as detailed, non-judgemental and concrete descriptions of what was observed. The observers had no personal involvement with the patients or the care, and tried not to influence any events in the care. They were dressed in street clothes in order to differentiate themselves from the staff. They did not transfer any information from patients to hospital staff. This was clearly explained to all involved, and it was repeated to parents throughout the study.

Field notes were analysed by manifest and latent coding in different steps by three examiners, first independently by each examiner and then jointly. In step one, situations, which included a decision-making process or, parts of a decision-making process were identified. The situations were first identified individually by each of the authors, and then jointly. 

We found 137 situations that included a decision process where children were involved, and 119 situations including a decision process where parents were involved. In a second step in the analysis the situations were graded according to the Scale of Degree of Self-Determination, a scale developed by Professor Göran Hermerén in Sweden This scale divides participation in decision making into five levels:

Grade 1: A (were A is a member of the staff and B is the child or the parent) does not listen to B´s opinions, wishes and valuations,

Grade 2 is defined as A listens but refuses to discuss the opinions of B with B; no consultation, no two-way communication exists,

Grade 3 means: A communicates with B but does not care about B´s answer; B´s opinions, wishes, and valuations do not influence A´s action,

Grade 4 is : A cares about what B says but acts only partly in accordance with B´s opinions, wishes and valuations,

Grade 5 is defined as: A acts in accordance with B´s opinions, wishes and valuations.

Situations assessed as grade 1 were characterised by a one-way communication where professionals followed a decision they had already made themselves and the child or the parent does not question the decision in front of the professional. We found 10 situations graded as grade 1 where children were involved and 32 situations where parents were involved. At grade 2, parents were informed about a decision that has been made but the child’s or the parent’s opinion was not asked for in any way. Eleven situations where children were involved and five when parents were involved were graded as grade 2. Grade 3 meant that the child or the parent was involved in the decision-making process but their views were ignored. 51 situations when a child was involved and 21 situations when a parent was involved were graded as level 3. And I will give you an example to illustrate these situations.

At grade 4 children or parents gave voice to their views, staff listened and acted partly in accordance with their wishes. 17 situations were assessed as grade 4 when a child was involved and 14 situations when a parent was involved. Grade 5 situations were characterised by a mutual communication; children’s or parental wishes and opinions were asked for and treated with respect. 48 situations when a child was involved and 47 situations when a parent were involved were graded as grade 5. 

In a further analysis, two of us, independently and then jointly, made normative judgements of the situations were children were involved. Working independently of one another, and being aware of the substance and the decision to be made, and the availability alternatives to planned procedure, a normative judgement of each reported situation was formulated. It was found that the children’s participation could not be considered as optimal in any of the 21 situations classified as grades 1 and 2. In 43 of the 68 situations judged as belonging to grade 3 and 4, the children’s participation was considered as optimal: they received information, took part in the decision making process, and in some cases compromises were made and appropriate alternatives to what had originally been planned were suggested. In no case it was thought that the child took part in decisions that were too difficult for them. 

Two factors seemed to influence the level of parental participation in this study; 1) how explicitly parents explained their needs; and 2) how sensitive the staff were in identifying the parent’s needs. In situations assessed as grade 1 parents did not express any need or any wish to be involved in the decision. Nor did the staff make any effort to invite parents to take part in the decision making. Instead staff told them what was going to happen as the decision had already been made. In situation assessed as grade 5, the parents explicitly expressed their own or their child’s needs, sometimes after the staff showed that they wanted the parents to be involved in the decision. 

In the next step in the analysis 218 situations including a decision-making process involving children and/or parents were scrutinised with respect to 1) who was present, 2) what decision was made, 3) who made the decision, 4) reaction of the decision made, and 5) if the decision was reconsidered. In most situations one or both parents, children and professionals were present with the child. The situations involved 130 decisions concerning medical care and 88 decisions about nursing care. Most of the situations including decisions about medical care were decisions about what was going to be done. Situations concerning nursing care described mostly decisions of how things were to be done. In three of the situations the child made the decision alone. In ten situations the parent made the decision and they expressed that they knew what was best for their child. Parents clearly stated their opinion and made sure that their decision was followed. 

Professionals alone made the decision in 106 situations. In many of those situations professionals followed hospital routines and parents did not give voice to their wishes. Decisions were made in mutual agreement with those affected by the decision in 99 of the situations. This means that opinions and views were asked for and discussed before the decision was made. In those situations the initiative sometimes came from the child, sometimes from the parent and sometimes from the staff. However, in seven of these situations the parent and the child were of different opinions. In 83 of the 218 situations one or more persons protested against the decision that was made. In 12 of the situations the decision was reconsidered and the decision was changed most commonly because of the child’s protest. 

You can argue that medical and nursing decisions should be made by the medical profession in spite of protests from those affected. But this is not always true. The professionals are superior in medical knowledge, but parents have superior knowledge about the child’s preferences and their best interest, which are based on personal values of the family. It is not only in major, lifechanging decisions that children and parents have a right to contribute. Repeatedly, minor decisions are made during a child’s hospitalisation and enforced without ascertaining the child’s views. Children are not always mature enough to choose for example to experience pain now in order to avoid future complications. Therefore they cannot always make decisions about medical interventions. But they can almost always, in one way or another, participate when decisions are made. Consent involves a process, not simply an event. Alderson (2000) means that the expression “informed refusal” is as important as informed consent. Perhaps the expression “obtain consent” should be replaced with “seek consent”, which would allow for the possibility that someone might refuse.

Illness reduces a person’s capacity for autonomy and there is a danger that children’s refusal will be interpreted as “childish anxiety” rather than reasonable objections. Judging a child’s level of understanding and competence is never easy. When parents, doctors or other professionals’ values and beliefs are different it is even more difficult. Health professionals need to support parents when ethical issues such as autonomy in relation to consent to treatment for their children are raised. Children are a vulnerable group, and it is important to recognise the influence and significance of the socio-cultural context in the implementation of informed consent.

Children’s nurses play a key part in promoting children’s right to participate in decisions and to include this into the ward’s philosophy and values. We work in close relation with children and their family and have important roles as advocates informants, and communicators. The advocacy role involves protecting the child’s right to self-determination, enabling them to participate in decisions, and have their wishes, goals and views considered in relation to individual children and for sick children as a group. Having a voice in decision-making helps the child to develop a sense of himself as a person and gives parents a feeling that they are a part of the team giving their child optimal care during hospitalisation.
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