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THE “TRIESTE CHARTER” 

The RIGHTS of the DYING CHILD
This document is part of a project supported by the Maruzza Lefebvre D’Ovidio Foundation.
The Italian Ministry of Health endorsed this initiative considering it important and consistent with its commitments regarding issues linked to the care of children with incurable illness. 
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Definitions

The 1989 United Nation Convention on the Rights of the Child constitutes the basis for the present document, which focuses on the specific application of those rights for children who are near the end of their life or are dying.
The terms used in this Charter for the Rights of the Dying Child are defined below:

Child: Any person, from birth to 18 years, regardless of gender, ethnicity, nationality and health condition. This term refers to an extensive range of individuals from premature neonates to adolescents approaching adulthood.
Family: Parents, siblings, other family members and any person who shares the responsibility of care and/or of the physical, psycho-social and spiritual development of the child or is close in care and affection. This term also includes legal guardians.
Healthcare team members: All healthcare professionals providing care for the patient at home, in hospital or in hospice.
Dying Child: Any child who is in the terminal phase of life when death is inevitable.

End-of-life: The period before death during which the clinical condition is severely compromised and changes in vital signs indicate that death is imminent.
Legal capacity: The possibility, acquired at birth by every human being, to exercise rights and duties. By existing, every individual possesses this capacity regardless of the duration of his or her life.

Capacity for discernment and decision-making: The patients’ capacity to freely express opinions on issues that concern them; children’s age and maturity should be taken into account.

Paediatric Palliative Care: The active total care of the body, mind, and spirit of the child and family.  It requires a broad multi-disciplinary approach that alleviates the child’s physical, psychological, and social distress and includes family members, as well as available community resources.

Quality of Life: The subjective perception of one's life in the socio-cultural context and in the context of the values belonging to the environment in which he/she lives and in relation to his/her own needs, desires, concerns, expectations and goals.

Pain: A sensory and emotional experience associated with actual or potential tissue damage or described in terms of such damage. Therefore, the term expresses not only physical pain, but also the suffering that accompanies it and that is generated, maintained and persists even in the absence of tissue damage.

Palliative/terminal sedation: A carefully targeted therapy aimed at controlling, reducing or eliminating intractable symptoms: it involves the pharmacological reduction of awareness, even to unconsciousness.

The “TRIESTE CHARTER” 
The RIGHTS of the DYING CHILD
Every dying child has the right to:

1. be considered as a ‘person’ until death regardless of age, location, condition and care setting.

2. receive effective treatment for pain and for other physical and psychological symptoms causing suffering through qualified, comprehensive and continuous care.

3. be listened to and properly informed about his/her illness with consideration for his/her wishes, age and ability to understand.
4. participate, on the basis of his/her abilities, values and wishes, in care choices regarding his/her life, illness and death. 

5. express his/her feelings, wishes and expectations, and, have these taken into account.

6. have his/her cultural, spiritual and religious beliefs respected and receive spiritual care and support in accordance with his/her wishes and choices. 

7. have a social and relational life suitable to his/her age, conditions and expectations. 

8. be surrounded by family members and loved ones who are empowered in organizing and providing care for the child, and supported in managing the emotional and financial burdens that arise from the child’s condition. 
9. be cared for in a setting appropriate for his/her age, needs and wishes and that allows the closeness and participation of the family. 
10. have access to palliative care services specific for children, that respect the best interest of the child, avoiding both futile or excessively burdensome practices and therapeutic abandonment.
Every dying child has the right to:
1. BE CONSIDERED AS A ‘PERSON’ UNTIL DEATH REGARDLESS OF AGE, LOCATION, CONDITION AND CARE SETTING.
A child is a PERSON in every respect from the time of birth. 
It is a duty to: 

· Respect the child’s personality, individuality, values, life-history and daily routine, by providing appropriate support enabling the child to feel alive and present until the end of life.
· Always safeguard the child’s dignity through respectful behaviour even if the child is in a state of partial or complete unconsciousness due to the progression of the disease and/or treatments.
Every dying child has the right to:
2. RECEIVE EFFECTIVE TREATMENT FOR PAIN AND FOR OTHER PHYSICAL AND PSYCHOLOGICAL SYMPTOMS CAUSING SUFFERING, THROUGH QUALIFIED, COMPREHENSIVE AND CONTINUOUS CARE.
Children, regardless of their age, experience all the aspects of illness and death.  They have the right to receive comprehensive healthcare that adequately addresses all their clinical, psychological, social, ethical and spiritual needs.
It is a duty to: 

· Provide palliative care services delivered by dedicated and adequately trained multi-professional and interdisciplinary care teams.
· Train care givers, not only in specific professional skills, but also in how to work as part of a team and in awareness and respect for the ethical principles underlying this type of care.
· Assess the presence and level of pain and other symptoms causing suffering using specific tools adapted to the child’s age and condition.
· Provide effective prevention for foreseeable symptoms and adequate treatment for those already present, with particular attention to pain. 
· Propose therapeutic strategies that respect the child’s autonomy, dignity, social life, circadian rhythms and privacy, and avoid futile, invasive, painful and burdensome procedures.
· Prescribe palliative/terminal sedation in the presence of symptoms unresponsive to treatment.
Every dying child has the right to:

3. BE LISTENED TO AND PROPERLY INFORMED ABOUT HIS/HER ILLNESS WITH CONSIDERATION FOR HIS/HER WISHES, AGE AND ABILITY TO UNDERSTAND.
The child should receive appropriate information about his/her illness, its trajectory and proposed treatment. 
It must be considered that children have their own particular understanding of death which is conditioned by many factors including age, maturity, nature and progression of the disease, as well as their culture, customs, beliefs, socio-cultural context and family relationships.  
It is a duty to: 
· Communicate with the child providing understandable information about diagnosis, prognosis and treatment, taking into account that both verbal and non-verbal communication must be tailored to individual needs/circumstances, permit an on-going dialogue and allow time and space for listening.
· Essential aspects of communication are:
· to duly consider all the factors that can influence the child’s understanding of life and death; 
· to evaluate the child’s capability to understand and willingness to be informed;

· to share decisions with and help the family in the choice to inform the child;
· to find an agreement within the care team concerning methods and content of communication; 

· to use both verbal and non-verbal communication appropriate to the circumstances.;
· to give easily comprehensible information and answers, allowing time and space for any questions (about illness, trajectory, adverse events), fostering realistic hopes and providing reassurance about the future perceived by the child; 

Every dying child has the right to:

4. PARTICIPATE, ON THE BASIS OF HIS/HER ABILITIES, VALUES AND WISHES, IN CARE AND TREATMENT CHOICES REGARDING HIS/HER LIFE, ILLNESS AND DEATH
Even if the child is a person in all respects entitled to fundamental rights, such as the right to life, dignity, freedom of expression and equality, it must be considered that the capability to autonomously exercise such rights is acquired progressively with age and maturity and are affected by many other factors as indicated in Right n 3. 
It is a duty to:   
· Listen to the child, regardless of age, and offer opportunities for verbal and non-verbal expression concerning possible choices and treatment options.
· Bear in mind that the child is a member of a family and consider the way in which decisions have been made and will be made in that family.
· Consider that in the case of very young children, parents, if properly supported, are an essential aide for understanding the child’s wishes and treatment preferences.
· Recognize that parental authority gradually diminishes as the child’s competence increases.
· Endeavour to resolve possible divergences  between the child’s wishes and those of the family bearing in mind that the child’s best interest must prevail.

Every dying child has the right to:

5. EXPRESS HIS/HER FEELINGS, WISHES AND EXPECTATIONS AND HAVE THESE TAKEN INTO ACCOUNT.
The child must be allowed to express all emotions and feelings experienced during the illness and in the final stages of life. The family and healthcare team must be able to recognize them, accept them and provide appropriate answers.
It is a duty: 
· For family members: to be able, within their specific aptitudes and competencies, to 
provide emotional support to the child, to acknowledge both expressed and unexpressed 
feelings, wishes and expectations. 

· For the healthcare team: to be trained, according to their professional role, to recognize, 
value and support the child's feelings and emotions. 
· For people close to the family: to help them in supporting the child and protecting his/her 
vulnerability.
· To help the child live the present time with his/her own projects and expectations and be   

   encouraged to express his/her emotions through activities such as art, play, etc.
Every dying child has the right to:

6. HAVE HIS/HER CULTURAL, SPIRITUAL AND RELIGIOUS PRINCIPLES RESPECTED AND RECEIVE SPIRITUAL CARE AND SUPPORT IN ACCORDANCE WITH HIS/HER WISHES AND CHOICES. 
Regardless of nationality, ethnic, cultural or religious background, the child’s cultural values must be respected, without infringe the child’s best interest. He/she must be encouraged to remain an integral member of the original family unit. 
It is a duty to:   
· Consider the best interest of children of all ages and in all circumstances in a way that respects and sustains the cultural, spiritual, religious and family values, which are the mainstays of individual identity.
· Allow the child and family to express their emotions and suffering according to their own culture and religion. 

· Use cultural mediators to ensure that the child and family of any ethnic group or language can properly express their needs. 

· Be aware of and support the child and family’s spiritual needs according to their cultural models and ethnic traditions.
· Create an environment/setting during the final stages of illness, where the child and family can live and express their practices and rituals linked to death and mourning according to their own cultural and spiritual orientation.
Every dying child has the right to:

7. HAVE A SOCIAL AND RELATIONAL LIFE SUITABLE TO HIS/HER AGE, CONDITION AND EXPECTATIONS.
All of us live as part of a society with social interactions and relationships with other people that are essential to life and personal growth. 
Children, even those who are very young and critically ill, have social needs that must be recognized and properly addressed so that they do not feel abandoned, become isolated and experience a ‘social death’ in anticipation of their ‘physical death’.  

It is a duty to:  
· Encourage and reinforce the child's interaction with his/her environment through appropriate planning and organization. 

· Facilitate and maintain the child’s relationships through the rehabilitation, support and reinforcement of his/her motor, sensory, cognitive, communicative and social skills. 

· Offer the child appropriate recreational tools, settings and activities, and create opportunities for play and socialization.

· Allow the child to continue his/her educational process,  either through school attendance or other educational and cultural activities.
Every dying child has the right to:
8. BE SURROUNDED BY FAMILY MEMBERS AND LOVED ONES WHO ARE EMPOWERED IN ORGANIZING AND PROVIDING CARE FOR THE CHILD, AND SUPPORTED IN MANAGING THE EMOTIONAL AND FINANCIAL BURDENS THAT ARISE FROM THE CHILD’S CONDITION. 

For children the presence of parents, siblings, family members and loved ones is essential to maintain and promote their well-being, to protect them and to satisfy their need to feel loved.
It is a duty to: 

· Respond to the child’s need for the presence of family members and loved ones according to his/her wishes.
· Provide the family with constant, timely, detailed information about prognosis and the clinical situation. 

· Listen to, educate and support the parents in caring for their child, helping them to maintain their parental role. 

· Provide all the family members, including siblings, with the necessary psychological, emotional and spiritual support throughout the disease process, death and into bereavement. 

· Help the family to overcome any financial, social and employment issues, including access to legal support, and possibly involving voluntary associations and charities. 
Every dying child has the right to:

9. BE CARED FOR IN AN APPROPRIATE SETTING FOR HIS/HER AGE, NEEDS AND WISHES AND WHICH ALLOWS THE CLOSENESS AND PARTICIPATION OF THE FAMILY.
The care setting has a significant impact on the life of the child and family. 
It is a duty to:
· Allow the child and family to choose the care setting for end-of-life care.
· Ensure the same quality of care and support, regardless of the setting, by providing flexible interventions adapted to the different circumstances. 
· Propose and facilitate, whenever possible, end-of-life care in the family home with appropriate support for coping with the child’s illness and death. 
· If care delivery in the home is not possible, ensure that the child is cared for in a setting appropriate for his/her age and that permits the constant presence of family members and loved ones. 

Every dying child has the right to:
10.  HAVE ACCESS TO CHILD-SPECIFIC PALLIATIVE CARE SERVICES SPECIFIC FOR CHILDREN, THAT RESPECT THE BEST INTEREST OF THE CHILD, AVOIDING BOTH FUTILE OR EXCESSIVELY BURDENSOME PRACTICES AND THERAPEUTIC ABANDONMENT. 
Caring appropriately for a child during the end-of-life phase is a challenging balance between therapeutic abandonment and over-zealousness. Child-specific palliative care services can provide an appropriate solution to this problem. 
It is a duty to:    
· Ensure access to palliative care expertise that is specific to the care of children, continues to provide health care support, even when cure of the underlying condition is no longer possible, and  guarantees that medical interventions are only ever carried out when their benefit to the child plausibly outweighs their harm.
· Ensure the continuity and levels of care between settings (home, hospital, hospice). 

· Avoid inappropriately invasive or burdensome treatments that negatively impact the child’s quality of life and/or unnecessarily prolong suffering and the dying process.
Explanatory notes on the fundaments of the Charter
RIGHT n. 1.: TO BE CONSIDERED AS A ‘PERSON’ UNTIL DEATH REGARDLESS OF AGE, LOCATION, CONDITION AND CARE SETTING.
A child is legally considered as a citizen/person from birth, and consequently, is entitled to rights such as the right to life, healthcare, education, protection, equality, employment, respect for personal and familiar privacy, freedom of expression, religious beliefs and protection from discrimination.
These rights, as defined in laws, legal amendments and in international charts and documents, are unconditioned by age, residence, context, ethnicity, nationality, culture, disease or conscious state and should be fully respected.
These considerations are adequately reflected not only in terms of constitutional and international principles, but also in different specific national regulations that acknowledge the child’s entitlement to effectively exercise his/her rights when he/she can demonstrate adequate capacity of discernment.

However, this rigid approach is historically designed to meet legal or patrimonial issues and is thoroughly inadequate for personal matters, such as, for example, the right to healthcare. 
In the case of healthcare, the child’s full status as ‘person’ does not depend on having attained any specific level of physical or cognitive functioning, or on his/her present or future capacity to reason like an adult, nor does it depend on any of the child’s objective characteristics.
Therefore, the obligations toward a dying child flow from his/her relationship with care providers, particularly family and healthcare team, and his/her rights, as defined in this charter, should be considered as correlative to the duties imposed by those obligations.

RIGHT n. 2.: TO RECEIVE EFFECTIVE TREATMENT FOR PAIN AND FOR OTHER PHYSICAL AND PSYCHOLOGICAL SYMPTOMS CAUSING SUFFERING THROUGH QUALIFIED,  COMPREHENSIVE AND CONTINUOUS CARE.
Children are constantly undergoing physical, cognitive and emotional changes and this can affect every aspect of care delivery: therefore, any assessment and treatment must be adapted to the child’s age, physical and cognitive development and, when possible, healthcare strategies and choices should be shared with the child and family.

Almost all dying children suffer from at least one symptom that undermines their quality of life and 90% of them experience major overall suffering.

Moreover, in the end-of-life phase, clinical symptoms are multiple, often interrelated and complicated by significant psychological and emotional components.

Therefore, it is essential that the child’s clinical and psychological needs are continuously assessed and that pharmacological and non-pharmacological therapeutic strategies and interventions are implemented to prevent the onset, to control or avoid the burden of physical and psychological suffering.

The child’s and family’s quality of life, their wishes and care decisions should be taken into due consideration. 
However, it must be acknowledged that there may be conflicting opinions among professionals and with the family concerning the most appropriate treatment choice. 
In these cases, the cost/benefit aspects of treatment, in terms of real or perceived invasiveness and suffering, should be carefully evaluated and the child’s best interest should prevail.
RIGHT n. 3.: TO BE LISTENED TO AND PROPERLY INFORMED ABOUT HIS/HER ILLNESS WITH CONSIDERATION FOR HIS/HER WISHES, AGE AND ABILITY TO UNDERSTAND 
Providing adequate information to patients is a duty of clinicians and is a fundamental component of care. Accordingly, children have the right to be informed about their state of health when permitted by their age, cognitive development, capacity of discernment and clinical condition.

The information provided must be tailored to the child's age, clinical situation and cognitive development, as well as his/her expectations and wishes. The child should be allowed to decide and indicate by who, where, how and what information is provided.
A child must be given appropriate information that helps him/her to understand what is happening and to contextualize proposed treatments.
It is therefore fundamental that there is clear, open and continuous dialogue that gives comprehensible answers to all the questions asked by the child.

Communication must leave room for hope and should focus on achievable goals and desires.

Those who communicate with the child should not make assumptions, nor preconceived judgments related to the child’s age, situation or comprehension capacity, and must continually check that he/she has understood the information provided and that no aspect has been left vague or uncertain.

Withholding information or giving evasive answers, commonly taken as ‘protective’ and ‘caring’ behaviour, is instead the expression of the families’ and the clinicians’ fear of having to discuss the subject and represents a form of defence/escape from a situation that is difficult to manage from both a human and professional point of view.

The ‘non answer’ can cause fear, anxiety, distress, feelings of loneliness, isolation and lack of understanding; this damages relationships and the quality of remaining life.

It must be considered that communicating information is part of a complex interactive/ relational process where it is important to dedicate time for listening and pay special attention to non-verbal communication.
RIGHT n. 4.: TO PARTICIPATE, ON THE BASIS OF HIS/HER ABILITIES, VALUES AND WISHES, IN CARE AND TREATMENT CHOICES REGARDING HIS/HER LIFE, ILLNESS AND DEATH.
The child’s wishes and expectations must be investigated and taken in due consideration in relation to care choices and treatment programmes affecting him/her.

Children have the right to healthcare, physical integrity and self-determination, even if there are no specific rules on how to actually exercise these rights.

The problem, therefore, is how to ensure the exercise of these fundamental rights in the various childhood stages (from birth to adolescence) that are characterized by very different levels of physical, cognitive, relational and experiential development.

In neonates, infants and young children there is a substantial inability to fully understand and process what is being communicated and to verbally express what they have perceived. Therefore, autonomous decision-making cannot be recognized.
In older children, the development of comprehension, processing and communication skills, allows the acknowledgement of a certain decision-making capacity even before the child’s coming of age. However, this should be evaluated on a case-to-case basis depending on the child’s level of cognitive and relational development.

Other factors, as indicated in Right n. 1, 2 and 3, should also be taken into account.

RIGHT n. 5: TO EXPRESS HIS/HER FEELINGS, WISHES AND EXPECTATIONS AND, WHENEVER POSSIBLE, HAVE THESE TAKEN INTO ACCOUNT.
Children have the right to express their views regarding their daily lives. Such expression is synonymous with personal respect and freedom. 
International legislation and national constitutional and specific laws focus on the involvement of children and the possibility of sharing all choices that regard them as active individuals capable of conceiving and expressing valid opinions. 
Accordingly, children must be allowed to express views, choices and expectations that affect their daily lives, as well as their feelings, emotions and concerns that they inevitably experience in the end-of-life phase. 
When interacting with the child, special attention should be paid to the significance of body language and non-verbal communication. 
Caregivers must also be aware of their own emotions evoked by caring for a dying child and maintain them under control. 

RIGHT n. 6: TO HAVE HIS/HER CULTURAL, SPIRITUAL AND RELIGIOUS BELIEFS RESPECTED AND RECEIVE SPIRITUAL CARE AND SUPPORT IN ACCORDANCE WITH HIS/HER WISHES AND CHOICES. 

Children belong to a community that is defined by ethnicity, language, religion and culture. These aspects should be respected and children encouraged to maintain all the peculiarities characteristics and practices that distinguish their family, values, beliefs and views.

Any form of discrimination based on ethnicity, nationality, religion, economic/social status and illness must be avoided.

If requested, the child and family should be provided with appropriate spiritual support that helps them to cope with the many complex issues linked to terminal illness and death.  
RIGHT n. 7: TO HAVE A SOCIAL AND RELATIONAL LIFE ADEQUATE TO HIS/HER AGE, CONDITION AND EXPECTATIONS. 
From an early age, children are interactive beings who have a role in society: they participate and contribute in their own way to the community life and grow up within their social group.

The diagnosis of an incurable disease is burdened with many challenges that restrict social activities and relations; this can significantly increase the child’s distress and perception of isolation with a negative impact on the child’s and the family’s quality of life.
The networks of family, friends, school, local community and patient associations are important therapeutic instruments that should be valued and supported as they can help the critically ill child by allowing him/her to share important opportunities for play, socialization and growth.
School also plays an important role for the seriously ill child.

The teachers become full members of the care team and educational/learning or recreational activities proposed or requested by the child must be tailored according to the child’s physical, mental and emotional resources, helping to maintain normality . 
RIGHT n. 8: BE SURROUNDED BY FAMILY MEMBERS AND LOVED ONES WHO ARE EMPOWERED IN ORGANIZING AND PROVIDING CARE FOR THE CHILD, AND SUPPORTED IN MANAGING THE EMOTIONAL AND FINANCIAL BURDENS THAT ARISE FROM THE CHILD’S CONDITION. 

 The child has the right to a family life.
The nearness of parents, siblings, relatives and loved ones improves the quality of life of the child, stimulates and promotes a return to ‘normality’ and increases the child’s sense of security and involvement. There may be exceptions that should be recognized in the best interest of the child. 
For parents, coping with a child’s terminal illness and death is extremely difficult; anxiety and despair generate feelings of helplessness, frustration and grief, sometimes triggering behaviours such as escape, neglect, irresponsibility, aggression and conflict, inside and outside of the family unit.

The family changes goals, behaviours and boundaries; the normal roles of its members are transformed according to the critically ill child’s needs; often, added to this, are social isolation and financial difficulties.
The family, in particular the parents, are an integral and active part of the care team of the child with incurable illness: they are delegated a significant part of the child’s care and are frequently responsible for managing medical treatments and providing psychological support (especially if the child is at home). To avoid the burden of excessive responsibility on the parents, these duties should be alleviated through round-the-clock support from experienced and empathetic staff.

Siblings also have to cope with the child’s illness and suffering. Unfortunately, they can be forgotten, isolated or neglected and sometimes even removed from the family unit because the needs of the sick child have precedence.

When the child dies, the family must be helped to manage a gradual separation from the child and encouraged to participate in the rituals of preparing the body for burial. The way in which this phase is managed can impact the families’ ability to cope with bereavement. 

It is preferable that, even after the child’s death, a member of the care team maintains a rapport with the family to support them through bereavement and to help them evaluate the care and treatment choices made in the course of child’s illness, with  access, for those who need it, to specialized bereavement support.
RIGHT n. 9: TO BE CARED FOR IN A SETTING APPROPRIATE FOR HIS/HER AGE, NEEDS AND WISHES AND THAT ALLOWS THE CLOSENESS AND PARTICIPATION OF THE FAMILY.
It important that the child and the family can choose the care setting for end-of-life care and that the care team supports this choice. 

Generally for children, as for most patients, the preferred place of care is the family home. However this may not be true at the end-of-life or dying stage of their disease.
Whenever home care is not practicable nor desired by the child and family, the best alternative solution is the children’s hospice.

The children’s hospice is a dedicated residential structure that offers, in a family-oriented child-friendly environment, a valid alternative to care delivery at home or in hospital and where a specialised and experienced team can provide adequate and continuous support and care.

Where hospitalization is unavoidable, an environment and type of care in line with the fundamental principles of paediatric palliative care must be ensured.
Right n.10:  HAVE ACCESS TO CHILD-SPECIFIC PALLIATIVE CARE SERVICES SPECIFIC FOR CHILDREN, THAT RESPECT THE BEST INTEREST OF THE CHILD, AVOIDING BOTH FUTILE OR EXCESSIVELY BURDENSOME PRACTICES AND THERAPEUTIC ABANDONMENT.
As specified in numerous publications and documents, children must be able to access child- specific palliative care services.
The World Health Organization defines Paediatric Palliative Care as “The active total care of the body, mind, and spirit of the child and family.  It requires a broad multi-disciplinary approach that alleviates the child’s physical, psychological, and social distress and includes family members, as well as available community resources.”

It begins when the diagnosis of an incurable illness is made, it continues regardless of whether or not a child receives treatment directed at the disease and requires a multi/interdisciplinary approach. The family home represents the ideal care setting, eventually integrated by the children’s hospice. 
The principles of palliative care are: to improve the child’s and family’s quality of life; to engage the child and the family in the identification of needs; to provide all the necessary medical, psychological, supportive, cognitive, educational, recreational and teaching resources; to guarantee round-the-clock care delivery by a range of qualified and complementary, specialised healthcare professionals. 
It requires appropriate training, time, patience, and dedication.
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