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Défis multiples
• Place des parents
• Aptitude croissante de l’enfant
• Place de l’enfant dans le processus décisionnel
• Protection de l’enfant

• à en général: une relation tripartite où la place 
de l’enfant est celle donnée par les parents

• Beaucoup de situations complexes, enfant 
incapable de s’exprimer à « Meilleur intérêt »



Quelques défis en clinique
• Les parents qui ont des orientations qui semblent 

contraire au meilleur intérêt de l’enfant
• L’adolescent qui « suit » le désir de ses parents
• Le jeune enfant très mature avec une 

expérience de la maladie chronique
• Le nouveau-né
• Le fœtus…

• Aborder une situation humaine complexe



Décisions autour de	la	
naissance	et	en période

néonatale



Le processus décisionnel complexe
• Années 1980-2000
• Accent mis sur l’autonomie

• Réaction au “paternalisme médical”
• Vue sous la forme individualiste (autonomie libérale)

• Années 2000-2010
• Limites de ”l’autonomie libérale”
• Elan vers le “Shared Decision Making”
• Accent mis sur l’information

• Années 2010-…
• Reconnaissance de l’asymétrie
• Importance de la relation de soin



Charles, C. et al. BMJ 1999;319:780-782



Comment traduire cette 
ambivalence dans la relation ?

Équilibre

Information	
neutre

Objectivité
Projet	de	
famille



Expérience 
des Parents

Deuil++ culpabilité

La nature
Inéluctabilité

Les parents
Dilution

NonNon

NonOui

Les parentsLes parents

Suivi y

Responsabilité

«Empowerment»

Alternative ?

Qui décide ?

K. Orfali, Social Science and Medicine, 58 (2004)



Qui a décidé ? (perception des parents)

McHaffie HE, Lyon AJ, Hume R. Eur J Pediatr 2001;160(6):339-44.



Did the right people decide ?

McHaffie HE, Lyon AJ, Hume R. Eur J Pediatr 2001;160(6):339-44.



Autonomie	?	(au	Canada…)

0% 20% 40% 60% 80%

In reality

Perceived ideal

DANS	QUELLE	PROPORTION	VOS	PROPRES	CONVICTIONS	INFLUENCENT-ELLES	
LA	PRISE	DE	DÉCISION	D’UN	COUPLE	D’EFFECTUER	UNE	IMG

Payot	A	&	al,	Canadian	Paediatric Society,	2006



Autonomie	?	(En	France…)

INFLUENCE	DES	CONVICTIONS	DES	MEDECINS	DANS	LA	DECISION	
D’UN	COUPLE	D’INTERROMPRE	LA	GROSSESSE	POUR	ANOMALIE

0% 20% 40% 60% 80% 

Idéalement

Dans la	réalité

Gorincour,	G.,	Tassy,	S.,	Payot,	A.,	Philip,	N.,	Malzac,	P.,	Harlé,	J.-R.,	Mattei,	J.-F.,	et	al.	(2011).	Décision d'interruption médicale de	
grossesse :	le	point	de	vue des	soignants français.	Gynecologie Obstetrique et	Fertilite



Neutral	Information
Objectivity

Neutral	Information
Objectivity
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Payot A et al. Deciding to resuscitate
extremely premature babies: How do 
parents and neonatologists engage in 
the decision? Social Science & Medicine
2007. 



There is a substantial amount of infor-
mation to provide during a prenatal
consultation. The parents must under-
stand the options, risks, and benefits
for each method of delivery (vaginal
versus cesarean delivery) and op-
tions for infant resuscitation. Par-
ents should be told about what to ex-
pect in the delivery room, who will be
present as part of the resuscitation
team, and the procedures that might be
involved immediately after birth or
shortly after arrival to the NICU (eg, intu-
bation, intravenous or umbilical line
placement, laboratory tests, radio-
graphic studies, administration of sur-
factant and other medications, etc). In
ideal circumstances, it is reasonable to
offer parents a tour of the NICU.

The risks and benefits of treatment
must be discussedwith parents before
delivery. Despite the complicated na-
ture of morbidity and mortality data, it
is imperative to provide parents with
information on short- and long-term
outcomes for infants at specific GAs
and BWs. The information must be cur-
rent, because outcome information
may change as the field advances. In
addition, given wide institutional vari-
ability, local morbidity and mortality
datamay bemore relevant in some cir-
cumstances than national data. An im-
portant component of the prenatal
consultation is physician framing of
medical prognosis. One study revealed
that parents who were given progno-
sis framed as chance of intact survival
(positive framing) were more likely to
choose resuscitation than parents told
of the chance of death and disability
(negative framing).24

In some circumstances, it may be ap-
propriate to discuss the option of com-
fort care only. Parents need to be as-
sured that this is an acceptable and
compassionate decision for their in-
fant and that they will be supported if
they decline aggressive treatment. It is
also necessary to emphasize that they

and their child will not be abandoned,
but the primary goals will shift toward
comfort, peace, dignity, and family.

It is imperative to assess parental un-
derstanding of the conversation that
has taken place and to assess their
level of medical literacy. Parents
should be encouraged to ask ques-
tions and share their thoughts with the
physicians and nurses. They should be
left alone to discuss their opinions,
and clergy support should be offered.
Ideally, multiple conferences will allow
better understanding and ongoing as-

sessment. After the consultation, the
physician should document the consul-
tation in the mother’s medical chart.
We use a standardized form to provide
a gentle prompt so that all topics are
covered, but we leave ample room for
notes on the plan (see Fig 1).

SUMMARY AND FUTURE
DIRECTIONS

A comprehensive prenatal consulta-
tion establishes a trusting relationship
and sets the expectation that decisions
will be made jointly between parents

FIGURE 1
Prenatal consultation form.

e936 GRISWOLD and FANAROFF
 at L'Hopital Ste Justine on March 13, 2012pediatrics.aappublications.orgDownloaded from 

Griswold,	K.	J.,	&	Fanaroff,	J.	M.	(2010).	An	Evidence-Based Overview of	Prenatal Consultation	With a	Focus	on	Infants	Born	at the	Limits of	Viability.	
PEDIATRICS,	125(4),	e931–e937.	doi:10.1542/peds.2009-1473

Evidence	based	=	Basé sur	l’évidence du	point	de	vue des	médecins et	d’un	modèle
d’autonomie libérale



With respect to specific outcomes, only 31% (15/49) of the
participants knew the chance of survival for their child within 20
percentage points. The participants were least aware of the
possibility that their child could have brain damage without
having an intra-ventricular hemorrhage. There was no difference
across gestational ages in participant’s awareness of treatments
such as labor and delivery resuscitation, oxygen, surfactant,
ventilator, antibiotics and need for tube feeds. Awareness of need
for placement of umbilical lines and blood transfusion was better
in participants expecting less mature infants.

For the five items designed to evaluate participant’s under-
standing of the probability of a select outcome happening, less
than 10% of the participants were able to correctly quantify the
probability of severe intra-ventricular hemorrhage (4/49), severe
retinopathy (4/49), survival without significant problems in the
NICU (5/49) and chronic lung disease (2/49).

Factors influencing maternal knowledge after counseling
The influence of various confounding factors on participant
knowledge was studied. Participant knowledge was negatively
associated with higher gestational age (P¼o0.001), African–
American race (P¼ 0.003) and magnesium sulfate administration

(P¼ 0.03). There was a trend suggesting a positive association
with maternal education (P¼ 0.051). The African–American
participants had less education (P¼ 0.02) than Caucasian partici-
pants; however, magnesium sulfate exposure (P¼ 0.42) and
gestational age (P¼ 0.41) were not different. We did not find
an association of participant knowledge after counseling with
maternal age, presence of a support person during counseling,
participant anxiety level, having a previous preterm infant and
public insurance.

DISCUSSION
No previous study has assessed maternal knowledge of pre-
maturity after counseling but before delivery, a time period when
counseling is challenging but important treatment decisions are
often necessary. Previous studies of prenatal counseling have
focused on births at the threshold of viability; the current study is
the first to report on counseling and information needs of parents
expecting more advanced premature infants. The main findings
from the current prospective study are (1) with increasing
gestational-age, there was no change in the knowledge of
short-term problems; whereas, the knowledge of long-term

Figure 1. Gestational-age-specific level of anxiety in women with
threatened preterm delivery.

Table 2. After counseling, percentage of participants aware of postnatal risks for their unborn premature infant. N¼ 49a

Problems Gestational age (weeks) P-valueb

23–25 (n¼ 11) 26–30 (n¼ 24) 31–33 (n¼ 14) 23–33 (N¼ 49)

Short-term
Respiratory distress syndrome 100 100 93 96 NS
Intra-ventricular hemorrhage (IVH) 91 83 37c 77c NS
Infections 100 92 86 93 NS
Feeding problems 100 92 93 94 NS
Retinopathy of prematurity (ROP) 100 67 — 77d 0.04
Total short-term knowledge 98 87 77 87

Long-term
Chronic lung disease 91 62 21 57 0.001
Cerebral palsy without IVH 82 37 29 45 0.003
Visual impairment 82 58 14 51 0.001
Hearing impairment 82 54 21 51 0.01
Behavior problems 73 62 29 55 0.01
Learning problems 82 58 29 55 0.003
Total long-term knowledge 82 55 24 52

Abbreviation: NS, not significant.
an for IVH and ROP are 43 and 35, respectively.
bLogistic regression (with increasing gestational age less women are aware of the problem).
cp32 weeks for IVH.
dp30 weeks for ROP.

Figure 2. Gestational-age-specific relationship of knowledge of
long-term outcome with Vermont–Oxford predicted survival and
American Academy of Pediatrics Clinical Guidelines for counseling.

Prenatal counseling
VP Govande et al

360

Journal of Perinatology (2013), 358 – 362 & 2013 Nature America, Inc.

Focusing	on	information:	
What	do	women	recall after	prenatal	consult	?

Govande VP & al. Prenatal counseling beyond the threshold of viability. J Perinatol. 2012;33(5):358-362. 



What do mothers expect of the prenatal 
consultation ?

• La littérature se concentre sur ce que les médecins
considèrent être important:

• “Informer les parents de la prématurité”
• Eléments d’importance immédiate:

• Décrire les soins du nouveau-né, 
• Morbidités après la naissance (respiratory distress syndrome, 

intraventricular hemorrhage, sepsis) 
• Risque de séquelles neurologiques à long terme

• Néonatologistes se considèrent comme “pourvoyeurs
d’information” 

Halamek,	J	Perinat 2001

Bastek &	al,	Pediatrics	2005



Où est le	patient	dans le	choix du	
mode	de	communication	et	de	

l’information ?

Savons-nous	ce que	les parents
attendent d’une consultation	

prénatale ?
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Payot A et al. Deciding to resuscitate
extremely premature babies: How do 
parents and neonatologists engage in 
the decision? Social Science & Medicine
2007. 



Gaucher N, Payot A et al; Personalized Antenatal Consultations for Preterm Labor: 
Responding to Mothers' Expectations. J Pediatr. 2016;178(C):130-134.e137. 

MOTHERS’ PERSPECTIVES %
Important to discuss*
-Prematurity’s complications
-Feeding strategies
-Care they can provide their baby
-Role as mother of premature baby
-How to feel close to baby 
-Visiting schedules for family

96%
91.4%
83.4%
82.2%
81.7%
58.3% 

Wanted to visit NICU* 68.5%
Wanted spouse present* 71.4%
Want written information about
-Services offered by the NICU
-Prematurity’s complications
-How the NICU functions

91.7%
87.3%
86.9%

Worried about their own health* 27.2%



HIGHLIGHTS OPPORTUNITIES FOR IMPROVEMENTS

INFORMATION 
IMPORTANT TO 

MOTHERS

Very well informed about prematurity (4.4/5)

Just enough information about prematurity 
(53.9%)

Less well prepared for their role as mother of a 
premature baby (3.65/5, p<0.001)

Too much information about prematurity (39.3%)

Mothers’ decision-making role not explained 
(75.2%)

SETTING

Longer consultations associated with feeling:
- Informed about prematurity (p<0.001)
- Prepared as mother o premature baby 
(p<0.001)
- Reassured (p<0.001)

Spouse absent (51.1%)

NICU visits not offered (65.6%)

Not warned about consultation (19.2%)

PHYSICIAN-
PATIENT 

RELATIONSHIP

What a trusting relationship means to 
women:
- Good bond with neonatologist (87.3%)
- At ease to ask questions (96.0%)
- At ease to discuss issues important to them
(87.7%)
- Information relevant to their situation (88.5%)

Clinicians’ roles not explained (18.9%)

Not informed about available support resources
(84.7%)

Gaucher N, Payot A et al; Personalized Antenatal Consultations for Preterm Labor: 
Responding to Mothers' Expectations. J Pediatr. 2016;178(C):130-134.e137. 



F6 Gaucher N, et al. Arch Dis Child Fetal Neonatal Ed 2017;0:F1–F7. doi:10.1136/archdischild-2016-312448

Original article

newborn baby, as may be the case for extremely premature 
babies born at ‘the limits of viability’.15 Understood this way, 
prenatal consultations for later preterm labour might follow a 
‘preparation model’.16 Further, if no life or death decisions need 
to be made, the ultimate goal of these antenatal consultations 
might in fact be to reassure parents. To achieve this, results from 
our study suggest three important themes to address during the 
consultation for preterm labour: (1) establishing a trusting physi-
cian–patient relationship, (2) feeling prepared as reassurance 
and (3) offering reassuring outlooks.

Establishing a trusting physician–patient relationship
Women were reassured by neonatologists’ abilities to develop a 
trusting relationship and to offer clear explanations. Indeed, key 
features of the neonatologist–patient relationship were statisti-
cally associated with women’s feelings of reassurance or worry. 
Miquel-Verges et al also found that supportive physicians were 
essential during antenatal consultations for congenital anoma-
lies. Although these consultation processes are different with 
regard to the underlying medical condition for the fetus, both 
share high prognostic uncertainty and both are highly stressful 
for parents.17 Historically, many believed that information was 
in itself sufficient to reassure patients, but recent studies indi-
cate that clear and confident statements by physicians regarding 
medical outcomes or prognosis may not always fulfil this goal.8 
In a study of patients with arthritis, patients’ reassurance related 
more strongly to whether the physician had acknowledged 
each patient’s own unique difficulties and understanding of the 
illness, rather than prognosis or potential outcome.8 Physicians 
must strive to develop a reassuring and trusting relationship 
with patients by listening to their questions, addressing their 
concerns and providing information that is important to them 
and relevant to their perspective.4 18 Stokes et al suggest that 
antenatal consultations be an exercise in ‘relational compe-
tence’ for neonatologists, that is, ‘physicians must accept and 
cultivate their role as counselors’.19 Antenatal consultations are 
complex and emotionally charged for both parents and physi-
cians. However, physicians can be taught to be better commu-
nicators and empathetic listeners. Several novel pedagogical 
approaches are already seeking to teach these relational skills, 

through interdisciplinarity, narrative or qualitative data, simula-
tion, acting, and role-play.19 20

Feeling prepared as reassurance
Women who were reassured/not worried felt better informed 
about prematurity and also better prepared as mothers. This 
echoes previous research in which women reported that infor-
mation about prematurity was stressful, but nonetheless helpful.5 
Providing information about prematurity’s complications is an 
essential step in preparing women, but there are several others. 
Parents have expressed the need to understand how to fulfil 
their parental roles for their premature babies, and clinicians 
are responsible for making the necessary information known 
to them.10 21 22 Information provided in antenatal consultations 
should include both clinical knowledge and parental experiential 
knowledge.4 Reports have encouraged preparing parents for the 
shock of the NICU admission by providing antenatal visits.17 23 
In our study, women were more likely to be reassured if a NICU 
visit had been offered.

Offering reassuring outlooks
Unsurprisingly, most women who were worried reported the 
data regarding potential outcomes of prematurity as worri-
some. Similarly, women who were reassured by the consultation 
often described optimistic understandings. Most participants 
reported a positive change in their perception of prematurity 
after the antenatal consultation, and this was not associated 
with GA, suggesting that antenatal consultations can lead to a 
positive understanding of prematurity, independent of poten-
tial outcomes.12 24 Further, participants’ positive outlooks were 
grounded in a trusting relationship with the neonatologist, 
confidence in the quality of the NICU care their baby would 
receive and feeling better informed. Message framing exists in 
perinatal counselling.25 However, it is important to underscore 
that our results do not suggest framing data with an overly opti-
mistic lens. Rather, our data suggest that clear and precise data, 
free from framing bias, can be explained in a meaningful way 
to women, while being anchored in a trusting and supportive 
physician–patient relationship. In their study of antenatal 
consultations for fetal congenital anomalies, Miquel-Verges et al 
also concluded that mothers want realistic information, while 
being allowed to stay hopeful for their baby.17 The themes iden-
tified by our study’s results are echoed in the feelings described 
by participants after the consultation: given the nature of the 
complications discussed during antenatal consultations and the 
uncertainty of their situation, many women will continue to feel 
ambivalent.

Limitations
This study’s greatest limit is its homogeneous group of partic-
ipants—mostly educated, Caucasian and working women 
(26% worked in healthcare). Nonetheless, we identified many 
factors that are associated with reassurance and worry in the 
antenatal consultation, after considering potential confounding 
maternal factors, such as maternal education and work in health-
care. Although these analyses do not account for all potential 
maternal confounding factors, many of the messages and conclu-
sions drawn from the present study may be generalisable to other 
patient populations in other settings.

CONCLUSION
Reassuring patients in a time of great stress and anxiety seems a 
natural goal of healthcare. However, even with more advanced 

Figure 1 Feelings reported by women after the antenatal consultation 
for preterm labour (n=620).

group.bmj.com on June 7, 2017 - Published by http://fn.bmj.com/Downloaded from 

Gaucher, Nadeau, Barbier, Payot, (2017). 
Archives of Disease in Childhood Fetal 
and Neonatal Edition



Autonomie Relationnelle

This vignette presents an example of a typical antenatal
consultation, from a mother’s perspective. In rapidly
evolving situations, neonatologists are frequently called
upon to provide antenatal counselling to women at risk of
preterm labour. Current guidelines emphasise providing
standardised, comprehensive consultations in which the
potential short- and long-term complications of prematurity
are explained (1,2). However, in these recommendations,
little attention is given to exploring individual mothers’
experiences and understandings of their health situation.
Strategies that aim to involve parents in the consultation
process, such as ensuring that parents are aware that the
consultation will take place, are also neglected. If parents
are to have questions, they must be enabled to develop and
ask them.

We have conducted several studies regarding antenatal
consultations for late preterm labour, which focused on
more advanced pregnancies – between 26 and 32 weeks
of gestational age – and on mothers’ perspectives, to
address several important gaps in the literature (3–6). The
objectives of these studies were to explore mothers’
expectations from the prenatal consultation for preterm
labour and their experience of this consultation, as well as
to better understand how women are reassured or worried
by this process. The results of these studies contrasted
strongly with the recommendations made by current
guidelines on antenatal counselling, such as those produced
by the American Academy of Pediatrics (AAP) and the

Canadian Paediatrics Society (CPS), which focus predom-
inantly on informing parents about the risks of prematurity.
Our results also question classic, rational and individual-
istic models of patient autonomy. Instead, they underscore
the importance of relationships and context in the antena-
tal consultation.

Although the AAP and CPS guidelines were developed
to guide antenatal counselling for extreme prematurity –
before 25 or 26 weeks of gestational age – the models they
propose have been used as templates for consultations
between 23 and 33 weeks of gestational age (7). As
Watson and Stokes pointed out: ‘many neonatologists
simply continue to follow guidelines intended for earlier
gestational ages and present the short and long-term risks
of prematurity in great detail’ (8). Given that current
policy statements inspire antenatal consultations for later
preterm labour, we chose to compare our data about
consultations between 26 and 32 weeks of gestational age
to these guidelines. In this paper, we first describe current
practices in antenatal counselling, as encouraged by policy
statements. We then present the theory of relational
autonomy before introducing how this can improve
antenatal consultations for preterm labour. Analysing our
empirical data on antenatal consultations through a
relational lens allows us to systematically address many
issues, which influence patient autonomy in these consul-
tations. Table 1 presents our approach to antenatal
consultations.

Table 1 Relational autonomy in antenatal consultations for late preterm labour

Relational autonomy Relational autonomy in practice Relational autonomy in antenatal consultations for late preterm labour

Self-determination Relational moral agents ! Women want more than information about prematurity

! Women want to discuss issues important to them

! Tailor information to each woman’s needs and situation

! Women seek a trusting relationship with neonatologists

Development of self-determination ! Women can be empowered to discuss issues important to them

! Choices can be made available to women

Situational awareness Each person’s lived experience ! Consultations should seek to identify individual patients’ stressors (financial, familial,

social, etc.)

! Multidisciplinary teams may be helpful

Addressing power imbalances ! Women hospitalised for preterm labour feel powerless

! Power differentials exist within the physician–patient relationship
! Neonatologists should foster empowering environments for women (sitting down,

explaining their role, etc.)

Contextual issues ! Neonatologists should be advocates to improve antenatal consultation practices within

their institutions

! Research programmes and funding agencies should encourage more research into

patients’ experiences

! Professional organisations’ policy statements should be inclusive of patients’ perspectives

2 ©2016 Foundation Acta Pædiatrica. Published by John Wiley & Sons Ltd

Respecting autonomy during antenatal consultations Gaucher and Payot

Gaucher N, Payot A. Focusing on relationships, not information, respects autonomy during
antenatal consultations. Acta Paediatr. October 2016:1-7. doi:10.1111/apa.13590.



Autonomie relationnelle
• Interdépendance
• Identité se construit à travers les relations sociales
• Autodétermination ≠ Autosuffisance
• Importance du contexte dans lequel s’exerce 

l’autonomie

• Décisions ne sont pas seulement rationnelles et 
se prennent dans un univers émotionnel et 
symbolique

Mackenzie,	C.,	&	Stoljar,	N.	(2000).	Autonomy refigured.	Oxford	University Press



Autonomie relationnelle:
Vers un nouveau modèle de 

relation médecin-patient
• Zones grises – Situations humaines complexes
• Information qui doit faire sens pour le patient
• Dans le cadre d’une engagement à reconnaître 

ce qui est important pour l’autre
• Processus relationnel / humilité / ouverture 

d’esprit
• Partenariat et Engagement
• « Empowerment » du patient (adulte ou enfant) 

pour lui permettre de développer son 
autonomie

Haward, Gaucher, Payot, Janvier; Personalized Decision Making. 
Clinics in Perinatology. 2017;44(2):429-445. 



Que feriez vous
si vous étiez à ma place ?

� Demande un engagement de “connaître” 
l’autre pour être en mesure de le conseiller à
travers les valeurs qui lui sont importantes. 

� Requiert la capacité de prendre des distances 
par rapport à ses propres valeurs pour prendre
consciences qu’elles teintent nos
« recommendations »

� Du partage de l’information vers un 
partage de valeurs ?
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ABBREVIATIONS

NICU Neonatal intensive care unit

ouR-HOPE Reflection – Humility – Open-

mindedness – Partnership –
Engagement

Predicting neurological outcomes of neonates with acute brain injury is an essential compo-

nent of shared decision-making, in order to guide the development of treatment goals and

appropriate care plans. It can aid parents in imagining the child’s future, and guide timely

and ongoing treatment decisions, including shifting treatment goals and focusing on comfort

care. However, numerous challenges have been reported with respect to evidence-based

practices for prognostication such as biases about prognosis among clinicians. Additionally,

the evaluation or appreciation of living with disability can differ, including the well-known

disability paradox where patients self-report a good quality of life in spite of severe disability.

Herein, we put forward a set of five practice principles captured in the “ouR-HOPE” approach

(Reflection, Humility, Open-mindedness, Partnership, and Engagement) and related questions

to encourage clinicians to self-assess their practice and engage with others in responding to

these challenges. We hope that this proposal paves the way to greater discussion and atten-

tion to ethical aspects of communicating prognosis in the context of neonatal brain injury.

Predicting neurological outcomes of neonates with acute
brain injury is an essential component of shared decision-
making, in order to guide the development of treatment
goals and appropriate care plans.1 It can be valuable in
helping parents imagine the child’s future, and guide
timely and ongoing treatment decisions, including shifting
treatment goals and focusing on comfort care. However, in
this clinical context, the different stakeholders have, to
some extent, their own vantage point toward the ethics of
engaging in discussions and decisions based on neurologi-
cal prognosis. Clinicians from different disciplines and spe-
cialties need to know, as accurately as possible, the nature
and impact of a nervous system injury, in order to offer
sound clinical opinions and services. However, the science
of neurological prognosis, although progressing based on
new research,2–5 comprises a significant amount of uncer-
tainty owing to various factors (e.g. intrinsic factors such
neuronal plasticity, and extrinsic factors such as socioeco-
nomic status [SES], parental involvement, access to special-
ized care during childhood, and psychological state).6

The ability to communicate prognostic uncertainty and
engage in its discussion carries challenges because parents
may expect clinicians to be knowledgeable experts and able
to provide accurate, objectively derived, and evidence-
based opinions in this area. Parents in this setting can face
heart-wrenching situations, although some prognoses may

also involve predictions about normal outcome, near-nor-
mal outcome, or milder degrees of disability. Parents can
be called on for their active decisional input, even if they
are fatigued and grieving. Accordingly, they want to know
what to expect in terms of prognosis – that is, eventual
outcomes and their likelihood. In some situations, ques-
tions arise about the impact of a neurologically compro-
mised infant – on the global well-being of the child, on
other children, on the couple, and on their extended fam-
ily. The terminology used in medical prognosis may make
it hard for families to extract the answers to these ques-
tions. For example, a key question for parents can be ‘Will
my child ever be happy?’,7 but this is not congruent with
medical prognosis terminology. Parents are also unlikely to
be attuned to the sacrifices and, conversely, the positive
enrichment, experienced by parents of a child with disabil-
ity and thus are reliant on the information and perspectives
provided to them by clinicians.

Many institutions are focused on short-term outcomes
and interventions, and lack control over long-term commu-
nity health care and the lifelong needs of children with dis-
abilities – even tough, long-term outcomes and community
support are of vital importance to parents. Institutions may
struggle with decisions regarding resource allocation, nota-
bly resources to this child versus others, as well as the
impact of consistent underfunding of long-term care on
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•ouR-HOPE	
•Reflection
•Humility
•Open-mindedness
•Partnership
• Engagement	
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