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“Exposed and Vulnerable”: Parent Reports
of Their Child’s Experience of
Multidisciplinary Craniofacial Consultations
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and Nicola Marie Stock, DPhil2

Abstract

Objective: Childhood is a period of extensive socioemotional development, which can be impacted by the presence of a congenital
craniofacial anomaly (CFA). Complex multidisciplinary treatment and long-term follow-up are normally required, yet under-
standing of children’s treatment experiences is limited. The objective of this study was to investigate children’s experiences of
multidisciplinary team (MDT) consultations from the perspective of their parents.

Design: Thirty-eight parents of children with a rare CFA were interviewed in person or over the telephone. Interviews were
transcribed verbatim, translated into English, and explored using thematic analysis.

Results: Background factors influencing the child’s experience of the consultation included age, developmental stage, personality,
and prior treatment experiences. Participants tried to prepare their child for meeting the MDT, but did not fully understand what
to expect themselves. During consultations, participants were acutely focused on their child’s emotional state, making it difficult
to balance their desire to protect the child from potentially negative experiences, and the need to engage in a constructive
dialogue with health professionals. Participants believed that health professionals’ conduct could considerably influence the child’s
well-being and subsequent treatment decisions. Finally, participants highlighted the need to debrief their child to help them adjust
positively.

Conclusions: The ultimate goal of craniofacial care is to help children develop into confident adults who are able to cope with the
challenges associated with their condition. Multidisciplinary teams play a vital role in creating a safe and supportive environment in
which children feel genuinely informed and involved in key aspects of their care.
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Introduction

Childhood is a period of emotional and social development

with the potential to impact future development and psycholo-

gical well-being in adulthood. The understanding of risk and

protective factors during childhood is therefore of crucial

importance in order to maximize future quality of life (Rutter,

2013). Growing up with a congenital craniofacial anomaly

(CFA) creates additional challenges for affected children,

including living with a different appearance, and the burden

of long-term treatment (Nelson and Kirk, 2013; Feragen and

Stock, 2017). For the family, the birth of a child with a CFA can

be an emotionally demanding experience, and parents will

have to cope with their child undergoing multiple treatments

(Nelson et al., 2012).

Craniofacial anomalies comprise a wide range of conditions

affecting the form and function of the head and face. Preva-

lence rates and characteristics vary widely (Buchanan et al.,

2014), but typically affected areas include the jaws, midface,

cheekbones, eyes, ears, and respiratory tract, resulting in
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difficulties with breathing, chewing, sleeping, eating, vision,

and speech. In addition to surgical treatment to address func-

tion and appearance, CFAs usually require complex multidis-

ciplinary treatment and long-term follow-up. Care for

individuals affected by CFAs and their families is usually pro-

vided by a multidisciplinary team (MDT). Although variations

in the organization of MDTs are specific to the institution,

teams may comprise surgical, orthodontic, genetic, orthoptic,

audiologic, speech and language, nursing, and psychological

expertise. The overall aim of the MDT is to present a coordi-

nated voice in the patient’s complex treatment plan and to

facilitate rapid and efficient patient-centered assessment and

treatment (Holmbeck and Aspinall, 2015; Buchanan et

al., 2014; Heineman et al., 2017).

Recommendations state that the views and experiences of

patients and families should be considered during MDT con-

sultations and when making treatment decisions (World Health

Organization, 2008). Although decisions in acute care settings

are often urgent, long-term conditions offer a prolonged oppor-

tunity to discuss preferences and revisit the risks and benefits of

various procedures and management options (Jordan et al.,

2018). Patient involvement in MDT consultations have been

shown to influence patient satisfaction, health outcomes,

and treatment adherence, while also reducing the incidence

of unwarranted and expensive elective surgeries (Klifto

et al., 2017).

Yet, many challenges exist for craniofacial teams with the

desire to implement patient-centered care. During MDT con-

sultations where patients and parents are present, teams are

restricted by the need to see several patients in one day. In

addition, clinicians from many different disciplines need to

assess the child and discuss progress and treatment options

(Heineman et al., 2017). Hence, the multidisciplinary setting

may be experienced as emotionally demanding by parents and

patients (Roberts and Shute, 2011; Pidgeon et al., 2017). Addi-

tional constraints, when the patient is a child, may include the

child’s age and developmental stage, and the challenge of dis-

cussing difficult or complex issues with parents when the child

is present (Grootens-Wiegers et al., 2017). Despite the known

complexity and variability of CFA treatment, the potential psy-

chological impact of the condition and its ongoing manage-

ment, and the growing recognition of the importance of the

patient perspective in health-care settings, few studies have

investigated patients’ treatment–related experiences in the con-

text of rare CFAs (Feragen and Stock, 2017). Fewer still have

explored the potential impact of these experiences on children

and adolescents. There are reasons to believe that a setting

experienced as demanding by parents and adult patients

(Roberts and Shute, 2011; Pidgeon et al., 2017) could be per-

ceived as even more intimidating or confusing by the child. The

aim of the current study was therefore to investigate how chil-

dren and adolescents with CFAs may experience the MDT

consultations, as presented from the perspectives of their

parents.

Methods

Design

A semistructured interview schedule was created by the first 2

authors, in collaboration with the third author, by drawing upon

current knowledge from the craniofacial and broader health

fields. The interview guide explored parents’ perceptions of

the information provided about their child’s condition and its

treatment, shared treatment decision-making, and the quality of

communication with health professionals. Individual semi-

structured interviews were conducted in person or over the

telephone. Participants were asked open-ended questions and

were prompted to provide more details where appropriate.

Multidisciplinary Care

Centralized and multidisciplinary care has been implemented

for the treatment and follow-up of all patients born with a CFA

in (Norway). The National Unit for Craniofacial Surgery con-

sists of representatives with specialized expertise from differ-

ent medical specialties, such as plastic and neurosurgeons,

geneticists, otolaryngologists, ophthalmologist, radiologists,

speech and language therapists, and orthodontists. A total of

15 to 20 health professionals may be present in the consultation

room, and approximately 15 patients are seen on one consulta-

tion day. All specialists are not involved in the treatment of all

patients, but in order to minimize movement in and out of the

consultation room, and because the exact need for a specific

discipline is not always clear in advance, most health profes-

sionals stay in the room during all consultations. Patients

receive regular invitations to attend a MDT, the frequency of

which depends on the complexity of the condition, and the

individual need for follow-up. Topics of discussion may come

from the patient and/or the family, and/or stem from the health

professionals in charge of treatment. The team usually has 5 to

10 minutes to prepare for the next patient, and health profes-

sionals do usually not have any information in advance about

which topics the patient and/or family could need to discuss. At

the time of the study, each family or patient were given 15 to 20

minutes, more if possible and needed. The patient is brought

into the room and sits on a chair facing the specialists. Parents

or other accompanying persons are seated next to the child.

Young children are often seated on their parents’ lap. One of

the specialists, often a plastic surgeon or a neuro surgeon, sits

close to the patients and leads the conversation with the patient/

family. When needed, other specialists will come to the front

and assess the patient. A nurse secretary is making notes of all

decisions during the meeting, and treatment recommendations

are summarized by the physician in charge of the patients’

treatment and communicated in writing to the families after

the meeting, in addition to the patient’s general practitioner

and other local or specialized health professionals in charge

of the patient.
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Procedure

All parents attending a MDT consultation with the craniofacial

team during the study period (September 2016-October 2017)

were approached to participate in this study. Information about

the study was sent to parents by post prior to the MDT con-

sultation. This information contained details about what partic-

ipation in the study would entail, and key ethical information

such as confidentiality and participants’ right to withdraw, in

addition to a consent form. Some participants returned the

consent form by post, and an appointment for the interview

was made over the telephone. Those who did not contact the

researchers prior to their MDT consultation were approached in

person at the clinic. Among the 81 parents who received infor-

mation about the study, 6.5% (n ¼ 5) chose not to participate.

Fourteen (17%) parents responded positively but were subse-

quently not reached when contacted for an interview appoint-

ment. Another 25% did not respond, which could indicate a

lack of available time, a lack of felt relevance, or the absence of

up-to-date contact information.

A total of 48 parents consented in participating and were

reached for an interview. Interviews were conducted face-to-

face (n ¼ 14) or over the telephone (n ¼ 34) by the second

author, who is a qualified clinical psychologist, trained in qua-

litative methods, and not a member of the centralized treatment

team. All interviews were audio-recorded with participants’

permission, and lasted on average, approximately 60 minutes.

Participants

The main focus of the interviews was on parents’ experiences

of their child’s health care and the issue of how they believed

their child experienced the MDT consultations. Among the 48

consenting participants, 10 interviews did not yield information

about the child’s perspective for various reasons. In some

cases, the parents had been through particularly demanding

treatment experiences that impacted their own emotional

well-being, and the interviewer therefore chose to focus solely

on the parents’ experiences (n ¼ 7), in order to minimize the

potential emotional burden of the interview, and in order to let

the parents talk about what seemed most difficult and important

to them. In other cases, parents perceived their child to be too

young to engage meaningfully in the MDT consultation (n ¼
3). Data from the remaining 38 interviews are included in the

present article (mothers ¼ 31; fathers ¼ 7). Children’s ages

ranged from 4 to 25 years (mean age¼ 10.4 years; males¼ 24;

females ¼ 14). Only one of the children was older than

18 years. This participant had a severe developmental disorder

and consequently remained in the full custody of his/her par-

ents. Therefore, these parents were included in the sample.

Children’s conditions included single craniosynostosis (n ¼
4), and syndromes such as Treacher Collins, Crouzon, Gold-

enhar, Muenke, and Apert (n ¼ 21), in addition to some other

very rare genetic conditions that will not be named in order to

protect participants’ anonymity (n ¼ 23). Some children also

had an additional diagnosis of autism spectrum disorder or

cognitive difficulties. In 3 cases, one of the parents had the

same condition as the child. A total of 70% were married or

lived in partnership with the child’s mother/father, while 12

(26%) parents were divorced or had left their partner. Marital

status was missing for 2 (4%) of the participants. Most families

consisted of 2 (38%) or 3 (27%) children, including the child

with a CFA.

Analysis

Interviews were transcribed verbatim and translated into Eng-

lish. Thematic analysis was carried out by all 3 authors follow-

ing the guidance provided by Braun and Clarke (2006): (1)

becoming familiar with the data, (2) identifying interesting

features of the data, (3) searching for themes, (4) reviewing

themes, (5) defining and naming themes, and (6) producing the

report. Analysis was seen as a recursive process, and detailed

notes were written throughout. Themes were subsequently cho-

sen for their prevalence and/or their apparent importance in

relation to the research question. Themes were discussed until

full agreement was reached.

Ethical Considerations

The Data Protection Office at (Oslo) University Hospital

granted ethical approval for the study (2016/14088). Relevant

referrals or a subsequent follow-up could be arranged by the

trained clinical psychologist performing the interviews if

needed.

Results

Five core themes with corresponding subthemes were identi-

fied (see Table 1 for an overview). Main themes were “Child

Characteristics and Past Experiences,” “Preparing the Child for

the Consultation,” “The Parental Role,” “The Role of Health

Professionals,” and “Debriefing the Child.” Each of the iden-

tified themes and subthemes are outlined below and are illu-

strated using exemplar quotes. All participants have been given

pseudonyms to preserve anonymity.

Theme 1: Child Characteristics and Past Experiences

The analysis pointed to child characteristics and generalized

past experiences that could be expected to influence the child’s

experience of future MDT consultations.

Age. Participants stated that their child’s level of awareness

during MDT consultations had increased with age, and some

parents mentioned that their child had become more involved

in the MDT consultations as they grew older.

She was 4 or 5 last time, it didn’t look like she cared about them

talking about her ( . . . ). Now that she is 6, she is much more aware

of what is going on around her, so I am a little bit worried. (Sophie,

daughter aged 6)
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I noticed he was more thoughtful than last time, wondering what

this was. When he was younger, he did not understand at all.

(Amelia, son aged 4)

She is old enough to have her own questions now, and she

understands what they talk about. (Rebecca, daughter aged 15)

However, others felt this led to the MDT consultations

becoming more confronting for their child.

Today was the worst, worse than the previous [MDT consulta-

tions]. When he was younger, perhaps they asked him fewer direct

questions. (Jack, son aged 15)

Level of understanding. Some participants indicated that their

child did not completely understand the purpose of the MDT

consultations. In some cases, parents reported their child to

have a developmental impairment that limited their child’s

awareness of the situation:

[She finds it] very strange ( . . . ). She understands that it is all about

her ear. (Hayley, daughter aged 8)

She has a developmental disorder, so I am not sure what she

understands. (Charlotte, daughter aged 5)

Nonetheless, participants commented that the child’s level

of understanding should not be underestimated during MDT

consultations.

Children understand things. Even when there are lots of things they

do not understand, they understand when something is not as it

should be. (Samantha, son aged 5)

Personality. Some participants believed their child possessed

personality characteristics which could be protective against

difficult treatment experiences.

She is the kind of child that is OK with most situations ( . . . ). I do

not believe this is traumatic for her. (Elizabeth, daughter aged 9)

He is an intelligent and good boy ( . . . ), and very confident, so

this is ok for him. (Katy, son aged 10)

Prior treatment experiences and expectations. A few participants

believed that their child’s prior experiences of MDT consulta-

tions had been positive.

He loves it! He receives lots of attention, they ask him questions

about his new teeth or about kindergarten, and he loves receiving

small treats. (Claire, son aged 6)

Other participants reported their children to have reacted

negatively to prior MDT consultations.

She finds it really horrible ( . . . ). She has not wanted to go back.

She dreads it every time ( . . . ), and she cries when she knows there

is a whole team there. I don’t know if it is about being reminded

about her condition. (Hannah, daughter aged 5)

I know she dreads meeting the team, because there are so many

people there and she ( . . . ) doesn’t like being the center of atten-

tion. (Thomas, daughter aged 10)

Table 1. Summary of Themes and Subthemes.

Themes Subthemes

Child characteristics and past
experiences

Age
Level of understanding
Personality
Prior treatment experiences and

expectations
Preparing the child for the

consultation
The lead-up
What to expect
Size of the team
The centre of attention
Developing coping strategies

The parental role Awareness of the child’s internal state
Protecting the child and being an

advocate
The role of health

professionals
Establishing rapport and creating a

safe environment
Health professionals’ conduct
Informing and involving the child

Debriefing the child Emotional impact
Facilitating adjustment

Table 2. Suggestions for Clinical Care.

Organization of MDTs: Minimize the potential emotional burden on
families and maximize participation
Reduce the number of health professionals present during the
consultation to a minimum
One health professional in charge of the dialogue with the family
Maximize parent participation by enquiring about the family’s needs
and allowing time for parents to ask questions
Consider giving parents the opportunity to discuss issues without
their child present

Parent support: Optimize the parents’ experiences of their child’s
treatment pathway
Provide parents with information about what to expect at the
consultation, including aims, structure, and content in advance
Provide parents with suggestions for how to prepare their child for
the consultation
Provide parents with suggestions for how to debrief their child
following the consultation
Allow parents to feel they have some control over the situation

Child support: Optimize the child’s experiences of his or her own
treatment pathway
Take background factors into account (eg, age, developmental
stage, personality characteristics, previous treatment experiences)
Direct younger children’s attention away from the number of health
professionals present (eg, by providing a collection of toys)

Communication: Create a safe and clinically useful environment for
child and parent
Consider the parent and child’s perspective when describing the
condition and treatment options (eg, appropriate use of language)
Enquire about the child’s perception of their condition and their
own treatment needs
Address the child directly and involve them in the discussion as
much as possible

Abbreviation: MDT, multidisciplinary team.
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He is aware of his speech problems, and is very sad about this.

So when he knows people will ask questions, he is really nervous

( . . . ). He is so very vulnerable and exposed sitting there. (Natalie,

son aged 10)

We explain it all to him ( . . . ), but he has reached an age where he

asks more questions about “Why do I have to be like this?” ( . . . ).

But he is used to doctors looking at him and into his mouth. He grew

up with this, so for him, this is normal. (Jemma, son aged 10)

Theme 2: Preparing the Child for the Consultation

Some participants described engaging in a dialogue with their

child prior to their next MDT consultation in order to prepare

the child for what they might expect.

The lead-up. Some participants described how they prepared

their child for the MDT consultation in advance.

As soon as we receive the information with a date, we tell her ( . . . )

that she will meet the team again. She asks “how long is it now?”

and we say “a month.” Then she asks again “how long is it now?”

and we answer “two weeks” or “next week.” I believe this helps her

to prepare herself psychologically to sitting there in front of the

team. (Thomas, daughter aged 10)

What to expect. Participants felt it was important to prepare

their child for what to expect from the MDT consultation.

[With increasing age] my daughter is more aware of ( . . . ) herself,

her body, and her feelings ( . . . ), so this time we prepared her for

( . . . ) what she was going to do. (Isabelle, daughter aged 6)

I wished we had prepared her for ( . . . ) them standing there, and

measuring her head, and looking at her teeth ( . . . ). I hadn’t pre-

pared my daughter, and I wish I had been given the possibility to do

that. (Rebecca, daughter aged 15)

Some participants explained that they found it difficult to

prepare their child for the consultations, since they did not

always know what to expect themselves.

[My son] sat on my lap and asked “mummy, what are they doing?”

and I had to answer, “I don’t know what they are doing.” We have

to be able to explain, he can’t just be a figurine ( . . . ), but some-

times it is hard to prepare the child, because we don’t know in

advance what the team is going to address. (Samantha, son aged 5)

Size of the team. Participants also felt it was essential to prepare

their child for the number of people who would be present in

the room during the MDT consultations.

We received a letter with information about the number of people

present during the consultation, so we knew ( . . . ). This is madness

really, having a meeting like this with a 7-year-old, but it gave us the

possibility to talk to her about it in advance ( . . . ). So when we came

into the room, she knew there would be many people there ( . . . ), and

that they would perhaps ask her questions. (Mia, daughter aged 7)

The center of attention. Finally, participants discussed the need

to prepare their child for being the focus of the team’s attention.

We have always been open about it, talking about it with him, so

that it becomes something natural ( . . . ). He has commented “they

just sit there and look at me,” which he thought was weird in the

beginning. He dreaded coming the first few times. (Victoria, son

aged 8)

Developing coping strategies. Participants described a variety of

strategies that their child used to cope with emotional chal-

lenges and to be more involved in the consultation.

She had counted the number of people in the room ( . . . ), and could

tell us afterwards that there were 16 people there. So she found

something to focus on ( . . . ), and I also believe that she felt special

with all those people being there for her. (Mia, daughter aged 7)

She behaved like a clown when meeting the team ( . . . ). Like a

protective strategy to ease the pressure off herself. (Thomas,

daughter aged 10)

We talked about what was going to happen and we wrote a list

of questions. I feel she was more present than ever during this

consultation. (Hayley, daughter aged 8)

Theme 3: The Parental Role

The third theme describes how participants experience their

role as parents during the MDT consultations.

Awareness of the child’s internal state. Participants described

being acutely focused on their child’s internal state during

MDT consultations, often guessing how their child might be

feeling in that situation.

It must be difficult to sit there, being stared at, and with gloves in

your mouth, but actually ( . . . ) I think she feels ok about it. (Tho-

mas, daughter aged 10)

I believe the setting is scary for him. But I also believe that he

feels cared for. (Ingrid, son aged 11)

I wonder whether she has more questions than she asks. (Isa-

belle, daughter aged 6)

If I was to guess, I believe he finds it awful. (Jack, son aged 15)

Participants reported using their child’s body language as an

indicator of how their child might be experiencing the

consultations.

I believe she was surprised about the whole setting. She became

very still ( . . . ). Her face became very pale ( . . . ). [Normally] she

talks all the time. (Rebecca, daughter aged 15)

I don’t believe he likes being there ( . . . ). He is a very joyful and

happy boy in all other settings, but when meeting the team, he goes

into himself. (Sarah, son aged 15)

Protecting the child and being an advocate. In order to comfort or

protect their child during MDT consultations, participants

described the need to advocate on their child’s behalf.
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We have learned ( . . . ) how to set boundaries ( . . . ). To be clearer

about his boundaries, and to tell [the team] about them on his

behalf, in order to protect him. (Harry, son aged 6)

My son started crying ( . . . ) so I asked for a break. (Olivia, son

aged 12)

Participants described the difficulty they experienced while

trying to protect their child and engage with the team

simultaneously.

It is challenging for us as parents, when you notice that your child

feels discomfort but you are also trying to have a constructive

dialogue with the professionals. (Harry, son aged 6)

I had so many thoughts in my head at the same time. I tried to

observe him, but at the same time, I observed myself. “How can I

handle this in the best possible way?” ( . . . ) It was demanding.

(George, son aged 16)

In order to manage this challenge and to protect their child

from potentially upsetting information, several participants

mentioned that the opportunity to discuss some issues without

their child present would have been helpful.

I miss the possibility to discuss things without my daughter being

present. I have many questions that I do not ask because I am with

[my child] ( . . . ), such as whether the operations are risky, and

what if something happens? (Hannah, daughter aged 5)

I wish they would discuss the things she needs to be involved in

with her, and then discuss other issues with the parents by tele-

phone. (Thomas, daughter aged 10)

[The team] said we should discuss surgical options ( . . . ), but

my son doesn’t want this surgery and we don’t feel it is necessary

( . . . ). They should have discussed this with us first. (Emily, son

aged 12)

Theme 4: The Role of Health Professionals

During the consultation, health professionals have the chal-

lenge of combining medical expertise while actively involving

the patient and the family.

Establishing rapport and creating a safe environment. Participants

discussed the need for health professionals to establish rapport

with the child, to help the child to feel safe in the hospital

environment.

They are good at capturing her attention by talking about ( . . . ) the

last time they saw her, and telling her how much she has grown

( . . . ). She likes hearing that. (Thomas, daughter aged 10)

We feel they care about the patient and his family ( . . . ). The

doctors are his buddies. When they meet at the team, they fist-

bump ( . . . ). It is so important that he sees the same faces. It makes

him feel safe ( . . . ). I see he feels as he does at home. (Rachel, son

aged 14)

In the case of young children, participants suggested that

distracting the child during the assessment could help to keep

them calm.

One of the nurses is good at finding a toy she can play with on my

lap. (Sophie, daughter aged 6)

They could have a small corner with some child chairs and a

table, some drawing material and some toys ( . . . ). Or a nurse that

could sit with the child. (Harry, son aged 6)

Participants felt that some children may need more time to

adjust to the MDT setting than others.

She isn’t usually as shy as she was [at the consultation]. If they had

given her more time, she would probably have become more com-

municative. (Charlie, daughter aged 7)

Health professionals’ conduct. Participants reported feeling anx-

ious that comments made in MDT consultations could prompt

their child to feel concerned about their appearance.

Thoughtless comments such as “your forehead is a little bumpy”

( . . . ). If he hasn’t thought about this before, he certainly feels it is a

problem now. (Sarah, son aged 15)

They held his chin and said “we will have to do something about

this”, and this in front of my 12-year-old son. In full puberty, he is

told that he needs plastic surgery. (Emily, son aged 12)

She does not experience her face as different, so I am a little bit

worried about the next consultation ( . . . ) because of what might be

said. (Sophie, daughter aged 6)

Participants felt it was important to respect the child’s

boundaries, and to ask for the child’s permission to carry out

the physical assessment.

They ask him if it is ok to touch his head ( . . . ). We have been very

clear about this with them, that ( . . . ) this is a whole person with

boundaries, and they should imagine how they would feel if some-

body suddenly touched them, before asking if it is OK to do so.

(Harry, son aged 6)

Informing and involving the child. Participants discussed the

importance of speaking directly to the child.

In a way, they talk about her but not to her. (Rebecca, daughter

aged 15)

Sometimes [the team] talk over the child’s head ( . . . ) and they

whisper [to each other], and I believe that can be scary, because

children are afraid of what is unknown ( . . . ). And if you point at

the child as well, it will affect the child. This is about taking the

child’s perspective. (Thomas, daughter aged 10)

They ask him questions directly, how he feels and what he

thinks, and I feel they take their time, so this is exactly what he

needs. (Claire, son aged 6)

Participants also emphasized the need to involve the child as

much as possible in treatment decisions.

They kind of expect her to want a new ear, but they have not asked

her about this. (Hayley, daughter aged 8)
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They should talk to her before talking to the parents ( . . . ).

Especially older children and adolescents. If not, you disempower

the child. As adults and parents, we are supposed to support the

child through a change or treatment, but it is still the child who is

the one to go through it. (Thomas, daughter aged 10)

It is important to me that they talk to him ( . . . ), that he is given

an opportunity to have his say, so he doesn’t just feel like a game

piece. He told me afterwards that he was happy ( . . . ). He felt cared

for, and felt he could choose if he wanted the surgery or not.

(Laura)

Theme 5: Debriefing the Child

When parents had sensed their child’s distress or discomfort

during the MDT consultation, talking the experience through

with the child afterward became a priority.

Emotional impact. Participants described the emotional impact

that MDT consultations could have on their child.

I believe he did not care really, but I don’t think he felt it was OK or

uplifting either ( . . . ). He was very quiet afterwards. (Emily, son

aged 12)

The next day, the school called and said that [my daughter] had

been emotional ( . . . ), and I wonder whether she might have been

emotionally weary ( . . . ), that the experience was demanding for

her. (Isabelle, daughter aged 6)

Facilitating adjustment. As a consequence of the potential impact

of the consultation, participants felt it important to debrief their

child, in order to help them adjust positively.

My son asked me “mummy, is everything wrong with me?” ( . . . ) I

told him “if you have a very nice car, and you take it for a service

( . . . ), the mechanic will not talk about how nice your car is, he will

talk about what needs to be repaired. That’s why you are there.

This is the same. (Olivia, son aged 12)

We need to talk about how it felt after she has seen the team. If

anything was upsetting or difficult. And we talk about what will

happen in the future. Dentist, operations. She ( . . . ) does not like to

be surprised. (Thomas, daughter aged 10)

Discussion

The current qualitative study investigated children’s experi-

ence of MDT consultations in craniofacial care, as seen through

their parents’ eyes. Results confirm that several aspects of a

MDT consultation can complicate the matter of attending to the

child’s holistic needs. Although parents reported some positive

experiences, largely due to the skill of the MDT, almost all felt

the MDT consultations were exposing in nature, and expressed

concern for the potential vulnerability of their children in the

situation. Several parents believed their child had developed a

generalized experience of MDT consultations, which were

likely based on previous experiences, as well as child charac-

teristics such as age and personality. The remaining themes

explored some parents’ attempts to prepare their child for the

consultation and/or to debrief their child after the consultation,

if needed. The consultation itself proved to be challenging for

most children, which had repercussions for the parents. The

present study therefore illustrates the demanding balance

which health professionals in MDTs face: combining complex

treatment–related assessments with positive communication

skills, and establishing a strong rapport with both the parents

and the child, despite a nonchild-friendly environment. Sugges-

tions for clinical care can be found in Table 2.

Challenges of MDT Consultations

The aim of a MDT is to facilitate efficient patient-centered

assessment and treatment (Heineman et al., 2017). The advan-

tages of multidisciplinary consultations (including the size and

broad representation of the team), combined with a short time

frame for each patient, create a challenging environment for

parents, patients, and health professionals. One recent qualita-

tive investigation reported parents and adults affected by CFAs

to be satisfied with the overall level of care they had received

(Myhre et al., 2019). Nonetheless, the same participants

reported feeling intimidated by the number of health profes-

sionals present during MDT consultations, and raised the issues

of health professionals’ communication style and challenges

related to decision-making (Myhre et al., 2019) . Nonetheless,

patients have been shown to appreciate MDTs’ multidisciplin-

ary nature, such as avoiding going from one specialist to

another, and knowing that all aspects of treatment could be

answered during the same consultation (Heineman et al.,

2017). Still, the present study suggests that MDT consultations

can be experienced by the child as intimidating, frightening, or

confusing. This adds pressure to the parents’ difficult role of

mediating between the emotional needs of the child and the

need to engage with the health professionals in relation to

important medical issues and places responsibility on clinicians

to organize MDT consultations in a way that minimizes the

potential emotional burden on patients and their families.

The ultimate goal of general, as well as craniofacial health

care, is to help children develop into confident adults who are

able to cope with the many challenges associated with their

condition. The consequences of CFAs and their treatment place

the child at risk of psychological distress in a number of areas

of life (Feragen and Stock, 2017). A child with a complex and

rare CFA will often have to undergo extensive and long-term

treatment throughout childhood and into adulthood, and the

child’s experiences of the MDT consultations may therefore

become a core aspect of the adult patient’s narrative. Clinical

experience and recent research demonstrate how treatment

experiences can create deep scars (Beaune et al., 2004; Stock

et al., 2018), potentially affecting future emotional adjustment,

psychological well-being, and identity formation. Optimizing

the child’s experience of his or her treatment pathway and

experience with MDTs should therefore be a major priority

in craniofacial care.
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Supporting Parents

Participants in the current study provided examples of how they

had tried to prepare their child for meeting the MDT. Prepara-

tion strategies reported by parents included a dialogue about

what to expect, such as the number of people they would meet.

Preparation was considered to be an important factor in mini-

mizing distress and facilitating a positive experience for the

child. However, some parents described finding it difficult to

prepare their child when their own understanding of the con-

sultation was limited. Parents therefore need to be informed in

advance about the specific aims and content of upcoming MDT

consultations in order to feel prepared themselves and to pre-

pare their child in turn. Given that centralized follow-up of

children born with a CFA is expected to start in infancy with

many of the same providers, the continuity of care provides the

opportunity to educate and prepare parents for the content and

structure of the consultation face-to-face. Equally, parents may

find suggestions for how to debrief their child after the con-

sultation helpful, as indicated by the current study. The devel-

opment and implementation of parental guidelines should

therefore be a priority in craniofacial care. A recent study

demonstrated how a purpose-built leaflet successfully provided

parents with information about the MDT consultation, lower-

ing anxiety during the consultation (Pidgeon et al., 2017).

Guidelines could be distributed with the appointment letter,

helping parents prepare themselves and the child in advance

of the consultation.

The present study also illustrated the difficult role adopted

by parents in MDT consultations, whereby parents attempted to

protect their child from any negative experiences and advocate

for their child when necessary, while also trying to actively

participate in a constructive dialogue with health professionals

regarding their child’s medical needs. Findings indicate that

parents may find this experience emotionally demanding, and

that important questions may go unanswered if the parent

chooses not to discuss a particular issue while their child is

present, for fear of upsetting them. Previous research with par-

ents of children with craniofacial microsomia reported partici-

pants’ appreciation for health professionals who were willing

to invest additional time to address important issues and to

allow for the parent to retain some control over the situation

(Johns et al., 2018). Similarly, participants in the current study

suggested that the opportunity to speak with health profession-

als alone, before and/or after the MDT consultation could be

beneficial for parents, and ease their anxiety for their child’s

emotional well-being.

Supporting the Child

The findings demonstrate the need for health professionals to

take various background factors into account when developing

a long-term treatment-related relationship with the child. These

include the child’s level of understanding (related to age and

developmental stage), personality characteristics, and previous

treatment experiences. Parents are ideally positioned to provide

information about these issues to health professionals, in addi-

tion to their child’s current internal state and expectations of

the consultation process. An awareness of these factors among

health professionals may help to ensure a safe and child-

friendly environment, by helping health professionals to better

understand the perspective of the child and build rapport. In the

case of young children, the presence of a nurse and/or a col-

lection of toys may help the child to feel relaxed while the

assessment is taking place. The impact of background factors,

including those identified in the current study, as well as addi-

tional factors such as the child’s gender, parents’ educational

level, and parents’ knowledge of the condition and its treat-

ment, should also be taken into account in future quantitative

work.

Health professionals have the challenging role of balancing

complex treatment assessments with the provision of succinct

and understandable treatment-related information. A crucial

factor in creating a positive environment identified in the pres-

ent study was the language used by health professionals. This

suggests that health professionals may need to reconsider the

way in which they describe the child’s condition and treatment

options during MDT consultations. Using medical or

appearance-focused terminology, such as “your forehead is a

little bumpy” or “we will have to do something about this,”

may increase the risk of the child feeling that there is something

“wrong” with them that needs to be “fixed” (Myhre et al.,

2019). Using neutral or descriptive language instead, and

remembering to ask the patient what their treatment needs are

and how they perceive the features of their condition, is there-

fore preferable. This is especially important when discussing

issues related to appearance and/or appearance-altering sur-

gery, as some patients may not yet be aware that their appear-

ance is “different,” or may be particularly sensitive to

appearance-related comments. In addition, health professionals

should directly address and involve the child in the meeting

where possible, to avoid the child feeling insecure or objecti-

fied. Small gestures, such as asking the child’s permission to

touch their face and explaining why this is necessary may make

a significant difference to the child’s and parents’ experience.

Strengths and Limitations of the Current Study

The main strength of the present study was its relatively large

sample, recruited from a pool of parents that are expected to be

broadly representative of the (Norwegian) population. In-depth

qualitative interviews facilitated the collection of parents’ indi-

vidual and personal perceptions of their child’s experience of

MDT consultations. The sample remained dominated by moth-

ers. Nevertheless, another strength was that fathers, who’s

views and experiences are largely missing from the craniofacial

literature (Nelson et al., 2012), were represented in the study.

Finally, the same author performed all of the interviews, reduc-

ing the possibility for differences in interviewer technique and

characteristics.

The study also had some limitations that need to be taken

into account. First, the child’s perception of MDT consultations
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were based on parent reports, and future studies should there-

fore include children’s firsthand perspectives. Second, the pres-

ent study provided important information about the child’s

experience of care that could probably be generalized to other

countries, teams, and treatment settings; however, cultural and

institutional characteristics could be present and should be

investigated in future studies. Third, interviews were per-

formed either face-to-face or by telephone. It has been argued

that telephone interviews produce findings that are of poorer

quality than traditional face-to-face interviews. The psycholo-

gist in charge of the interviews did not experience any differ-

ences in the quality of the conversation between the 2 methods,

and when asked, participants expressed satisfaction irrespec-

tive of the chosen approach. A more central factor could there-

fore be giving the participant a choice, especially when the

study is investigating topics that are sensitive (Heath et al.,

2018).

Conclusions

Participants in the current study identified several factors that

may influence the child’s experience of MDT consultations.

Treatment experiences are of central importance to patients’

psychological development, and MDTs therefore play a vital

role in creating a safe and supportive environment in which

children feel genuinely informed and involved in key aspects of

their care.

Authors’ Note

For access to any resources associated with this manuscript, please

contact the corresponding author.

Acknowledgments

The authors thank all parents who took part in the study by sharing

their stories and experiences.

Declaration of Conflicting Interests

The author(s) declared no potential conflicts of interest with respect to

the research, authorship, and/or publication of this article.

Funding

The author(s) disclosed receipt of the following financial support for

the research, authorship, and/or publication of this article: This study

was partially funded by the Norwegian ExtraFoundation for Health

and Rehabilitation. Grant number: 2018/FO203158.

ORCID iD

Nicola Marie Stock, DPhil https://orcid.org/0000-0002-1285-691X

References

Beaune L, Forrest CR, Keith T. Adolescents’ perspectives on living

and growing up with Treacher Collins syndrome: a qualitative

study. Cleft Palate Craniofac J. 2004;41(14):343-350.

Braun V, Clarke V. Using thematic analysis in psychology. Qual Res

Psychol. 2006;3(2):77-101.

Buchanan EP, Xue AS, Hollier LH Jr. Craniofacial syndromes. Plast

Reconstr Surg. 2014;134(1):128e-153e.

Feragen KB, Stock NM. Psychological adjustment to craniofacial

conditions (excluding oral clefts): a review of the literature. Psy-

chol Health. 2017;32(3):253-288.

Grootens-Wiegers P, Hein IM, van den Broek JM, de Vries MC.

Medical decision-making in children and adolescents: develop-

mental and neuroscientific aspects. BMC Pediatr. 2017;17(1):120.

Heath J, Williamson H, Williams L, Harcourt D. “It’s just more

personal”: using multiple methods of qualitative data collection

to facilitate participation in research focusing on sensitive subjects.

Applied Nurs Res. 2018;43:30-35.

Heineman T, John MAS, Wein RO, Weber RS. It takes a village: the

importance of multidisciplinary care. Otolaryngol Clin North Am.

2017;50(4):679-687.

Holmbeck GN, Aspinall CL. Disorders of sex development: lessons to

be learned from studies of spina bifida and craniofacial conditions.

Horm Metab Res. 2015;47(5):380-386.

Johns AL, Luquetti DV, Brajcich M, Aspinall C, Heike CL, Stock

NM. In their own words: caregiver and patient perspectives on

stressors, resources, and recommendations in craniofacial micro-

somia care. J Craniofac Surg. 2018;29(8):2198-2205.

Jordan A, Wood F, Edwards A, Shepherd V, Joseph-Williams N. What

adolescents living with long-term conditions say about being

involved in decision-making about their healthcare: a systematic

review and narrative synthesis of preferences and experiences.

Patient Educ Couns. 2018;101(10):1725-1735.

Klifto K, Klifto C, Slover J. Current concepts of shared decision

making in orthopedic surgery. Curr Rev Musculoskelet Med.

2017;10(2):253-257.

Myhre A, Agai M, Dundas I, Feragen KB. “All Eyes on Me”: A

Qualitative Study of Parent and Patient Experiences of Multidisci-

plinary Care in Craniofacial Conditions. Cleft Palate Craniofac J.

2019; https://doi.org/10.1177/1055665619842730.

Nelson P, Glenny AM, Kirk S, Caress AL. Parents’ experiences of

caring for a child with a cleft lip and/or palate: a review of the

literature. Child Care Health Dev. 2012;38(1):6-20.

Nelson PA, Kirk SA. Parents’ perspectives of cleft lip and/or palate

services: a qualitative interview. Cleft Palate Craniofac J. 2013;

50(3):275-285.

Pidgeon TE, Blore CD, Webb Y, Horton J, Evans M. A patient infor-

mation leaflet reduces parental anxiety before their child’s first

craniofacial multidisciplinary outpatient appointment. J Craniofac

Surg. 2017;28(7):1772-1776.

Roberts RM, Shute R. Children’s experience of living with a cranio-

facial condition: perspectives of children and parents. Clin Child

Psychol Psychiatry. 2011;16(3):317-334.

Rutter M. Annual research review: resilience—clinical implications.

J Child Psychol Psychiatry. 2013;54(4):474-487.

Stock NM, Anwar H, Sandy J, Rumsey N. Centralisation of cleft lip

and palate services in the United Kingdom: the views of adult

“returners”. Cleft Palate Craniofac J. 2018;55(5):676-681.

World Health Organization. Policy Brief: Where Are the Patients

in Decision-Making About Their Own Care? 2008. Available

at: https://www.who.int/management/general/decisionmaking/

WhereArePatientsinDecisionMaking.pdf. Accessed October

30, 2018.

1238 The Cleft Palate-Craniofacial Journal 56(9)

https://orcid.org/0000-0002-1285-691X
https://orcid.org/0000-0002-1285-691X
https://orcid.org/0000-0002-1285-691X
https://doi.org/10.1177/1055665619842730
https://www.who.int/management/general/decisionmaking/WhereArePatientsinDecisionMaking.pdf
https://www.who.int/management/general/decisionmaking/WhereArePatientsinDecisionMaking.pdf


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.3
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 266
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Average
  /ColorImageResolution 175
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50286
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 266
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Average
  /GrayImageResolution 175
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50286
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 900
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 175
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50286
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (U.S. Web Coated \050SWOP\051 v2)
  /PDFXOutputConditionIdentifier (CGATS TR 001)
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /Unknown

  /CreateJDFFile false
  /Description <<
    /ENU <>
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /ConvertToRGB
      /DestinationProfileName (sRGB IEC61966-2.1)
      /DestinationProfileSelector /UseName
      /Downsample16BitImages true
      /FlattenerPreset <<
        /ClipComplexRegions true
        /ConvertStrokesToOutlines false
        /ConvertTextToOutlines false
        /GradientResolution 300
        /LineArtTextResolution 1200
        /PresetName ([High Resolution])
        /PresetSelector /HighResolution
        /RasterVectorBalance 1
      >>
      /FormElements true
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MarksOffset 9
      /MarksWeight 0.125000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /UseDocumentProfile
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
  /SyntheticBoldness 1.000000
>> setdistillerparams
<<
  /HWResolution [288 288]
  /PageSize [612.000 792.000]
>> setpagedevice


