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Abstract

Increased emphasis on the child’s voice and point of view in care and treatment has led to an expansion in the
development of methods to access and identify their perspectives. Drawing on our experiences in a study of children
with leukemia in hospital, this article explains the challenges and opportunities that arise in the use of five commonly
used methods in a study of hospitalized children’s experiences with health care professionals, including the “Draw and
Write” technique, a sticker activity, a paper—person exercise, informal interviews, and participant observation. Each
of these methods was examined with regard to ease of use, data generation, and utility of data for accessing children’s

perspectives and development of initial clinical guidance.
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Introduction

There is now a growing body of research, which recog-
nizes that to better understand children, their experience
trajectories and sociocultural engagements, they must be
placed as competent participants at the center of the
research process (Dell Clark, 2011). For this to happen,
researchers need to facilitate children’s communication
and participation in data collection (Harden, Scott,
Backett-Milburn, & Jackson, 2000; Thomas & O’Kane,
1998). Recent literature highlights the need for research-
ers in health care to distinguish between Aaving a child’s
perspective and faking the child’s perspective (Coyne &
Harder, 2011; Nilsson et al., 2015). The child’s perspec-
tive requires the researcher to capture the child’s own
viewpoints and experiences, based on what the child
regards as important. Subsequently “task-centered” par-
ticipatory activities, such as drawing or diary writing,
which build on children’s existing skills and interests,
have been suggested as better approaches for capturing
the child’s voice, rather than more traditional “talk-cen-
tered” methodologies (James, Jenks, & Prout, 1998). For
example, a “toolbox,” encompassing examples of cus-
tomizable interview techniques are known to be essential
in finding ways beyond talk to seek children’s views
(Lees et al., 2017; Lys, Gesink, Strike, & Larkin, 2018;
Teachman & Gibson, 2013).Yet published work discuss-
ing the impact of using different participatory methods in

health services research with children is lacking (Haijes
& van Thiel, 2016).

Here, we take an opportunity to discuss the value and
challenges using five qualitative data collection methods
in a busy clinical context with children newly diagnosed
with leukemia and evidence this discussion through a
systematic evaluation of the data produced using each
method. Particular attention is given to the relative contri-
bution each method made to (a) elicit the child’s perspec-
tive in their interactions with clinicians and (b) the
development of future clinical guidance concerning
health care professional (HCP)—child interactions. Our
remarks and reflections are based on data collected as
part of the “Talking With Children Study.” The primary
aim of this study was to gain an in-depth understanding of
what children newly diagnosed with cancer knew about
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their disease and treatment, how they came to know, and
what they wanted to know, as a first step in developing
guidance for professionals for talking with children in the
early phases of cancer treatment.

Method
Design

An ethnographic approach, comprising participant obser-
vation and informal interviews alongside participatory
methods, was used by a researcher embedded in a clinical
team. This researcher (G.B.) had extensive previous
experience of working with children, had no prior affilia-
tion with either the inpatient or outpatient units, and was
not known to patients or their families prior to the study
commencing. When meeting children eligible for recruit-
ment into the study, the researcher was careful to tell chil-
dren that she was not a nurse or a doctor and that she was
a researcher who wanted to know “what they think about
and talk about.” During data collection the researcher was
mindful to distinguish herself from other hospital staff in
her attire by dressing in casual clothes.

Setting

This study took place within the hematology and oncol-
ogy service of a large tertiary children’s hospital in
England.

Participants’ Consent and Assent

A purposive sample was selected to include children,
boys and girls, across the range of childhood cancer diag-
noses, and aged 4 years to 12 years old. Children were
excluded if they were outside of these age ranges at the
time of data collection, or if they were identified by clini-
cal staff as too unwell to be asked to participate in a
research study. In total, 13 families were approached and
seven children, three girls and four boys, were recruited
into the study. Reasons for refusal to participate were as
follows: parent’s refusal to speak to the researcher, par-
ents felt that it was not a good time, child refusal to assent
to participate, and lack of available interpreters. In addi-
tion, one child was found to be ineligible for participation
after being initially approached by the researcher as he or
she did not meet the inclusion criteria. Two children had
acute myeloid leukemia, whereas the remaining five had
acute lymphatic leukemia. A child-centered approach was
used to negotiating informed assent and consent (Dell
Clark, 2011). This approach respected each child’s capac-
ity to be involved in informed decision making while
simultaneously recognizing the parents’ responsibility as
protective gatekeepers (Lambert, Glacken, & McCarron,

2011): the detail of this process of obtaining child assent
and written parental consent has been described in detail
elsewhere (Vindrola-Padros, Bryan, Coyne, Martins, &
Gibson, 2016).

Ethical Approval

This study was granted National Research Ethics Service
(NRES) Committee (Reference: 10/H0801/56) and local
approvals prior to the researcher entering the field. All
names presented are pseudonyms.

Data Collection

Between May 2011 and May 2012, an embedded
researcher (G.B.) was established in the clinical team to
capture the events and conversations that took place in
real time between children and their parents, children and
HCPs, and between HCPs. The researcher spent approxi-
mately 3 days per week following families as they navi-
gated the hospital and observing interactions between
children, parents, and professionals; as well as among the
professionals when the case study families were dis-
cussed on both the inpatient and outpatient wards.
Participant observation and informal interviewing were
used in accessing children’s visions of their worlds and
their everyday interactions in the hospital setting.

The researcher purposely visited the units at different
times of the day: early mornings, late evenings, and
weekends, to ensure that a comprehensive picture of chil-
dren’s everyday activities were captured (Lambert,
Glacken, & McCarron, 2011). The researcher was present
in as many clinical locations as possible where care and
treatment took place, including multidisciplinary team
(MDT) meetings, clinical ward rounds, during consulta-
tions, while children were waiting for procedures and
during the administration of therapy. The researcher also
spent time at the nurses’ stations, in the corridors, and in
playrooms to capture the more informal spaces in which
HCPs and children interacted. At various time points dur-
ing data collection, informal unscripted interviews were
conducted with or without props including toys to elicit
the child’s perspective on their experiences and interac-
tions. Informal interviews were also conducted with par-
ents and HCPs.

Extensive field notes were maintained following a
modified data collection framework proposed by
Spradley (1980). Where possible, interactions were
audio recorded and transcribed verbatim. The researcher
asked the child’s permission to audio record at the
beginning of each interaction. One child was initially
resistant to the use of the audio recorder but allowed the
researcher to audio record their last interaction. Between
five and 26 observations were carried out with each
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family recruited into the study over the period of data
collection (a total of 87 interactions). As indicated by
Nightingale, Sinha, and Swallow (2014) data collection
was organized within the confines of what was achiev-
able with one researcher within the 12-month time
period of the “Talking With Children Study.”

In addition to participant observation and informal
interviews, three child-centered methods were used to
capture children’s knowledge about their disease and
treatment and their interactions with professionals: (a)
the “Draw and Write” technique (Aldiss, Horstman,
O’Leary, Richardson, & Gibson, 2008; Gonzalez-Rivera
& Bauermeister, 2007; Horstman, Aldiss, Richardson,
& Gibson, 2008), (b) a sticker activity (Lambert,
Glacken, & McCarron, 2008), and (c) a paper—person (a
method developed by the field researcher; G.B.).

Each of these three methods was selected with an eye
to the context of the research setting. The sequence of
methods employed was not prescriptive, rather they con-
tributed to a “toolbox” of resources and child-centered
activities brought to the ward by the researcher each day.
Each technique was flexible, allowing the researcher to
make adjustments as necessary to the activity depending
on the child’s age or physical condition. Children were
presented with a variety of options during each interac-
tion and asked to select the activity. If the child chose to
complete an activity they did so only once.

The “Draw and Write” technique was chosen as a
method for accessing children’s experiences, and their
associated thoughts and feelings in a nonthreatening and
open-ended manner (Horstman et al., 2008; Knighting,
Rowa-Dewar, Malcolm, Kearney, & Gibson, 2011).
Children were given a single sheet of A4 paper and felt
tip pens. It was left up to the child whether to use the
paper in portrait or landscape (Horstman et al., 2008).
The researcher used the drawing prompt: “Draw a picture
of someone like you who is in hospital and what they are
thinking and what they are feeling.” The phrasing of the
prompt was not directing children in what to draw but
rather aimed to help frame his or her thoughts toward pro-
viding information about a specific topic (Horstman
et al., 2008). Children were reassured that the task was
not a test, and that there was no “correct” response
(Horstman et al., 2008; Knighting et al., 2011). If they
were able, children were encouraged to write on their
drawing, to add emphasis. For children who were too
young or too unwell to write, the researcher acted as a
scribe. The child’s drawing was then used as the focus of
a short semistructured interview about their picture
(Horstman et al., 2008). During this interview, the
researcher first focused on any items in the picture that
needed elucidating, before exploring with the child what
they had drawn to gain the child’s explanations of the
meaning (Driessnack, 2006).

To provide some structured guidance and focus to con-
versations about professionals and the amount of informa-
tion doctors and nurses gave to children, a sticker-based
activity was employed (Lambert et al., 2008). The sticker
chart was modified from Lambert et al.’s (2008) “stick a
star quiz,” by adding four questions about doctors and
nurses allowing time for children to ask questions and
answering children’s questions. Children were asked 14
open-ended questions about their experiences of commu-
nicating with doctors and nurses (for example, “How
much information do the nurses give you?,” “How much
time do nurses spend answering your questions?”’), and
asked to respond by placing a sticker in either the “never,”
“a little” “sometimes,” or “a lot” boxes on the chart.
Children were asked short clarifying questions by the
researcher about their response prior to the next question.

The paper—person activity was developed by the
researcher as a “prop” for the children to use while
reflecting on their past treatment and was employed only
with the children approaching the end of treatment.
Children were given a large paper cut out in the shape of
a person and a box of pens and given the prompt: “Think
about everything that has happened to you since you were
diagnosed and what treatment and procedures have been
done to you and draw them on the person.” The task usu-
ally started with the child drawing the person’s face and
giving the person a name. The researcher used prompts
(such as: “what kind of line did you have?”) if the child
appeared to be having trouble with recall. This task was
completed in conjunction with verbal interviewing,
which helped to sustain the child’s involvement (Dell
Clark, 2011).

In addition to these activities, the researcher interacted
with the children recruited into the study and their fami-
lies while playing games, doing arts and crafts, and
watching television (Bluebond-Langner, 1980). These
informal interactions provided a context for observing
interactions between children and professionals and later
for exploring the meaning of such interactions with the
children and their parents (Lambert et al., 2008).

Data Analysis

To explore the merits and the relative contribution of each
method used to inform our understanding of HCP—child
interaction with a view toward the development of clini-
cal guidance for talking with children, data from the
HCP—child communication domain from the “Talking
With Children Study” were reviewed per child per data
collection method. The further exploratory questions
used to clarify children’s responses were presented sepa-
rately from the “Draw and Write” and sticker activities to
draw out the value of these specific components. Two
numerical scoring systems were developed by M.B.L.



396

Qualitative Health Research 29(3)

Table I. Research Scoring Criteria.

0 | 2

3 4

Refused  Yielded response Child’s data relevant to the
but not illness experience but not to
relevant health care professional—child

interaction

Child’s data relevant for
understanding/study of health
care professional—child
interaction and not available
by any other means

Child’s data relevant for
understanding/study of health
care professional—child
interaction

and further revised by G.B. Three authors, M.B.L., G.B,
and F.G., scored all data generated from each of the meth-
ods used in the study. Data were scored (a) for utility of
understanding of HCP—child interaction (Table 1) and (b)
in relevance for developing clinical guidance for HCP—
child interaction (Table 2). Both scoring systems used a
0—4 scale, with the lowest score indicating the child
refused the activity, and the highest score indicating the
production of data that was relevant to the project goals
and available by that method only for that child. For
example, child’s utterances, which were not related to
either the understanding of HCP—child interaction or the
development of clinical guidance received a score of 1; a
score of 2 was given to data that while relevant to under-
standing the child’s illness experience did not include
their relations or interaction with HCPs; a score of 3 was
given to child’s data that were relevant for either the
study/understanding of HCP—child interaction or for the
development of clinical guidelines into HCP—child inter-
action; while a score of 4 was given to data relevant for
the study of/understanding of HCP—child interaction or
the development of clinical guidance on HCP—child inter-
action and not available by any other means.

To be considered relevant for a score of 3 or above for
the utility of understanding HCP—child interaction crite-
ria, data had to concern children or HCP’s communica-
tion practices or preferences. Some of the data with this
score detailed, for example, why children chose to ask
questions of certain health professionals, and not others;
children’s reasons for providing information to only cer-
tain members of staff; and children’s explanations for
choosing to talk or not talk during interactions.

To be considered relevant for a score of 3 or above for
relevance in developing clinical guidance for HCP—child
interaction, data had to be applicable to the development
of guidelines on HCP—child interaction. This included
data that, for example, detailed children’s communication
preferences on how involved they would like to be in con-
versations about their disease and therapy; and showed
examples of good or poor communication practices, such
as HCP use of inappropriate analogies or HCPs supporting
children in participation in dressing changes.

Scores were then compared and a very small number
of disagreements were resolved through dialogue. The

results for each method are presented by child in Table 3.
Results are discussed by the method used.

Results

“Draw and Write”

Of the seven children in the study, five completed this
activity. Two children, both older boys aged 10 years and
11 years, respectively, refused: “Thomas” said that he was
“rubbish at drawing” and would rather just read his book,
whereas no reason was recorded for “Cameron’s” refusal.
Of the five drawings produced at the children’s bedsides,
two were completed while the child was an inpatient and
were being nursed in their own room. The other three were
completed on the outpatient day unit, two of these while
the child was allocated a bed in a bay with other families
present, and one in a private side bay. It is possible that the
presence of family members or other patients may have
affected the child’s choice of drawing. Although observing
her daughter talk through her drawing with the researcher,
“Alice’s” mother commented that “Alice” had drawn “a
very optimistic view” of being in hospital, and instead of
the drawing she had produced of her playing, she thought
that “Alice” would have drawn herself attached to her drip
stand. At her next appointment, “Alice” presented the
researcher with a drawing done at home, in which a figure
was depicted exactly as her mother described. This draw-
ing was kept by the researcher, with “Alice’s” permission,
but excluded from the analysis.

Three children produced drawings that, while interest-
ing contributions to our understanding of children’s pre-
sentation of their experiences, were not immediately
relevant to our understanding of HCP—child interaction
(hence a score of 1 for relevance for study of HCP—child
interaction and for the development of clinical guidance).
“Kaze” first wrote his name and then drew himself, his
family, and the toys he played with, whereas “Alice”
drew herself playing with another female patient.
“Dominique” was adamant that she did not want to draw
a picture of someone who was “in hospital” and instead
drew someone walking in the countryside. Although
“Dominique’s” drawing could be argued to possibly show
the way she coped with her treatment, it was judged not
to be relevant for understanding HCP—child interaction.
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Table 2. Clinical Guidance Scoring Criteria.

0 | 2

3 4

Refused Child’s data relevant to the

illness experience but not to

Yielded response
but not relevant

health care professional—child

interaction

Child’s data relevant for
the development of
clinical guidance on health
care professional—child
interaction and not available
by any other means

Child’s data relevant for
the development of
clinical guidance on health
care professional—child
interaction

The drawings produced by the other two children were
judged to be “relevant to the illness experience but not to
the research question” (a score of 2) for both research and
clinical guidance purposes. Both children drew pictures
of figures lying in bed. One child “Ruby” annotated her
drawing with a thought bubble, which stated: “I feel a bit
sick, I should go to the playroom and take my mind off.”
The “Draw and Write” activity alone generated no data
deemed relevant for study of HCP—child interaction or
for the development of clinical guidance (required for a
score of 3 or above).

After completing their drawings, as per the method,
children were asked to talk about their picture with the
researcher, who gently asked additional clarifying ques-
tions where required. One of the children, “Anuj” who
drew a figure lying supine on a bed explained that the
stick figure standing over him was a doctor who was say-
ing “you’re going to get better, don’t worry.” This was
given a score of 3 and considered relevant for both study
of HCP—child interaction and the development of clinical
guidance. The responses of the other four children were
judged to have only “yielded a response but not relevant”
for both domains (a score of 1). No data generated using
the “Draw and Write” technique was scored as being
solely available using this method across the seven par-
ticipants (a score of 4).

Sticker Activity

The sticker activity was offered to all participants. One
child, “Kaze” refused, choosing instead to play. The other
children did the task at the bedside. Five of the children
completed the task on the outpatient day unit, three of
these while in bays with other families present, and one
child completed the task on the ward in her own room. Of
the six children who started the task, one child, “Anu;j,”
did not complete it as he was called for treatment. Notably,
the task was interrupted by clinical activities in another
three children, only two of whom chose to resume the
activity postinterruption.

This activity was time-consuming, particularly with
the younger children (those aged 4 years and 5 years).
Children took a long time to navigate all 14 questions and
some put the stickers in the wrong box after making their

decision, resulting in the researcher having to verify and
then revise these responses. The repetitiveness of the
question format, which asked seven questions about the
doctors and then the same seven questions about the nurs-
ing staff was observed to be tedious for some of the
younger children. It was initially planned that children
would be asked to place different numbers of stickers in
the boxes depending on their response; however, this was
quickly abandoned with these children, as it proved too
time-consuming in a busy clinical environment. The
activity terminology also had to be clarified for some of
the younger children. For example, “Alice” did not under-
stand the word information and so an explanation was
provided.

One child, “Ruby” aged 9 years, who took part in the
study almost entirely as an inpatient, furtively looked
about while completing the questions about the nurses.
She was obviously uncomfortable despite the activity
taking place in her room with the door closed and only
the researcher present. Ruby apologized aloud to the
nurses even though none were there when she placed a
sticker indicating that the nurses “never” spent time
answering her questions. She told the researcher “Don’t
ask me questions about why. Please don’t ask me the
question about why.” “Ruby” also chose to distinguish
between members of the nursing staff, telling the
researcher about her favorite nurse separately from the
rest of the nursing staff when answering the question
about how much the nurses allowed her to speak and have
her say. “Thomas” adapted the activity to better suit his
responses, placing stickers on the line between the
“some” and “a lot” box for four of the questions. This
activity was scored as relevant for both study of HCP—
child interaction and the development of clinical guid-
ance for all children (a score of 3). However, none of the
data generated by the participants was considered to be
only available using this method across any participants
(a score of 4).

After completing each question on the sticker activ-
ity, the researcher asked further exploratory questions to
clarify the child’s responses. This questioning was cur-
tailed for one child, “Dominique,” who was notably dis-
tracted by the television during the later parts of the task
but when asked by the researcher if she wanted to stop,
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Table 3. Methods Used with Each Child and Score for Health Care Professional-Child Interaction and Relevance for the
Development of Clinical Guidance on Health Care Professional-Child Interaction.

Patients
‘Alice’ ‘Anuj’ ‘Cameron’ ‘Dominique’ ‘Kaze’ ‘Ruby’ ‘Thomas’ Total®

Background information
Age at recruitment (years) 4 10 I 5 5 8 10
Gender Female Male Male Female Male Female Male
No. of interactions 10 16 11 10 5 26° 9
Months in study 6 8 6 8 6 9 6
Methods used and what they revealed
Draw and write Study of HCP-child interaction score [ 2 0 | | 2 0 7
Ql° Development of clinical guidance score [ 2 0 | [ 2 0 7
Draw & write Study of HCP-child interaction score | 3 0 | [ | 0 7
clarifying Qs Development of clinical guidance score | 3 0 | | | 0 7
Stick a Sticker Study of HCP-child interaction score 3 3 3 3 0 3 3 18
activity Development of clinical guidance score 3 3 3 3 0 3 3 18
Sticker a Sticker  Study of HCP-child interaction score 3 3 3 3 0 4 3 19
clarifying Qs Development of clinical guidance score 2 2 2 2 0 3 3 14
Informal Study of HCP-child interaction score - - - - 0 - 3 -
interviews Clinical guidance score - - - - 0 - 2 -
Informal Study of HCP-child interaction score | 3 3 3 - 3 - -
interviews, prop  Development of clinical guidance score | 2 2 2 - 2 - -
Paper people Study of HCP-child interaction score - - 2 - - | - -

Development of clinical guidance score - - | - - | - -
Participant Study of HCP-child interaction score 4 4 4 4 4 4 4 28
observation Development of clinical guidance score 4 3 3 4 4 4 2 24

*Total sum of scores per method (when all children were offered the activity).
®Patient relapsed.

“Question: Draw a picture of someone like you who is in hospital and what they are thinking and what they are feeling.

told the researcher to continue. Mindful of the child-
researcher power balance, the researcher continued with
the task, but stopped asking the clarifying questions.
The data generated from clarifying questions (before
discontinuing), were given a score of 4 for study of
HCP—child interaction for “Ruby,” as this activity was
the only method that revealed that “Ruby” did not like
the doctor’s use of the term “blood cancer” when inter-
acting with her as it gave her a “funny feeling” to hear
her disease described as such.

The majority of the sticker activities took place in the
presence of the child’s parents. When “Alice” com-
pleted the sticker activity, her mother and older sister
both interjected during both the task and the clarifying
questions to give their views on “Alice’s” level of inter-
action with staff. “Alice’s” mother subsequently took
over responding to the clarifying questions on behalf of
her daughter, resulting in the child’s perspective in this
activity being relatively limited. However, as Alice
spoke about her interactions with medical professionals
during this activity, these data were given a score of 3
for HCP—child interaction. The data from the other chil-
dren who completed this task was considered relevant
for the study of HCP—child interaction (a score of 3).
Data from two children were given a score of 3, whereas
the remaining four children provided no information

scored as relevant for the development of clinical guid-
ance (Table 3).

Paper—Person Activity

Two children choose to complete the “paper person” task.
Both activities took place in the outpatient day unit at the
end of treatment while waiting for the child to have their
central line removed. In the case of “Ruby,” the activity
took place in a six-bed bay with two other families pres-
ent. One young patient, who was not part of the study,
continually interrupted the task to ask what “Ruby” and
the researcher were doing, and to tell them that they were
not allowed to use the tray table to draw. When the
researcher offered the child his own person to complete,
the offer was rejected by the child’s father who subse-
quently told him to stop interrupting the activity. This
activity engaged both participants. Although “Cameron”
completed the activity, his younger brother was told off
by his parents for trying to involve himself in the task.
The researcher was able to satisfy everybody by offering
the sibling his own pens and “paper person.”

Although the task produced useful data about the chil-
dren’s illness experience, none of it was considered rele-
vant for either the study of HCP—child interaction or the
development of clinical guidance.
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Informal Interviews

Informal interviews took place with six of the seven chil-
dren as one child refused to answer questions about his
disease or treatment, instead telling the researcher that he
had come to the hospital to “play and build puzzles.” The
other six children all took part in at least one informal
interview. Interviews with two older boys took place
while playing with Lego®™. These interviews took place
while the children were inpatients in their own rooms.
Interviews with “Alice” and “Dominique” were con-
ducted using a toy, a rabbit and a sock monkey respec-
tively, as a “prop” and took place in the outpatient bays.
Using the monkey in this manner proved to be very suc-
cessful with “Dominique,” who had previously been
resistant to discussing treatment and who had denied
being sick in earlier conversations with the researcher.
However, when introduced to the toy and asked to explain
to the monkey why she had come to the hospital,
Dominique grabbed it, squeezed it tightly, and then pro-
ceeded to discuss an extensive list of disease and treat-
ment-related topics, including her views on the nursing
staff. Informal interviews were given a score of 3 for
study of HCP—child interaction for “Dominique” and four
other children. The interview with “Alice” was deter-
mined to have elicited a response but this was not rele-
vant for study of HCP-child interaction. Informal
interviews were found to produce no data scored as rele-
vant for the development of clinical guidance on HCP—
child interaction.

Participant Observation

Participant observation was the only method with univer-
sal engagement from the children and as such provided
the majority of the data for the HCP—child communica-
tion domain of the “Talking With Children Study.” This
method generated some of the most illustrative examples
for both study of HCP—child interaction and for the devel-
opment of clinical guidance. Data collection using par-
ticipant observation in a busy clinical environment
proved feasible albeit challenging. Staff were initially
wary of being observed, particularly, when the interaction
was audio recorded, although such reservations appeared
to diminish over time as they grew accustomed to the
researcher’s presence.

Most children quickly grew comfortable with the
researcher’s presence, scolding her when she had not seen
them in a while, or when they knew she had spent longer
that day with other children on the unit. However, the
researcher found she had some difficultly developing a rap-
port with two of the older boys in the study, who were both
10 years old. “Anuj” and his family were quiet, extremely
reserved, and spoke English as a second language. Although

the family continually verbally consented to the research-
er’s presence, the researcher did not feel comfortable just
turning up and “hanging-out” with this family in the way
she did with other families in the study. This became par-
ticularly apparent when “Anuj” became very unwell and
appeared to retreat under his blankets and withdraw from
the world during treatment. “Thomas,” a 10 year old boy,
was often monosyllabic and did not make eye contact while
talking, which made conversation difficult. As both chil-
dren provided written assent at the beginning of the study
and continual verbal assent during the study, the researcher
was confident that these issues were not subtle signs of
refusal to take part in the study, rather issues with building
rapport with research participants.

Data generated using this method were scored as “rel-
evant for study of HCP-child interaction and unavailable
by any other means” (a score of 4) for all seven children.
“Kaze” was observed as being happy and chatty prior to
a consultation and subsequently curled into a ball and
became mute when his medical consultant appeared at his
bedside leading the consultant to ask him: “why is your
head stuck to your knee?” As the consultant conversed
with “Kaze’s” parents, “Kaze” gradually resumed his
previous activity. As “Kaze” was unwilling to complete
the sticker activity and was unresponsive during the
researcher’s attempts to ask him questions about his
experiences, this hesitation to interact with professionals
may not have been identified without participant observa-
tion. Likewise, observation of “Thomas’s” interactions
with professionals indicated that he was at times highly
anxious while in the hospital, excusing himself to go to
the bathroom multiple times prior to treatment or proce-
dures, much to the exasperation of his father; and visibly
concerned about the meaning of test results, even suppos-
edly routine results such as blood pressure and oxygen
saturations. This was not identified using any other meth-
ods employed during the study.

The data from four children were judged to be “rele-
vant for the development of clinical guidance and unavail-
able/not available by any other means” (a score of 4).
Data from two children were deemed to be “relevant for
the development of clinical guidance” (a score of 3) and
one was classified as “relevant to the illness experience
but not to the research question” (a score of 2).

Participant observation highlighted professionals’
interactional strategies such as the use of rhetorical ques-
tions when examining patients and completing clinical
observations. For example, on the outpatient unit, a health
care assistant (HCA, unqualified nurse) was observed
asking children’s permission to record their weight,
height, and blood pressure as part of the admissions pro-
cedure but then was repeatedly observed inserting an in-
ear thermometer into children’s ears without permission,
explanation, or forewarning. In one instance, when the
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HCA asked a child’s permission, she had moved to insert
the thermometer before the child had a chance to respond.

Secondarily, the way children were addressed during
the ward round was identified through participant obser-
vation. Observing the ward round from the child’s per-
spective, whereby the researcher sat with the child and
waited for the MDT to visit, revealed that the consultant
did not actually enter the room when asking “Ruby” a
question during the ward round. Observations revealed
that the majority of the consultant’s body remained out-
side of the room, instead they put their head around the
door and rested their weight on the door handle, and did
not take their hand off the handle during this entire inter-
action. Without participant observation this nuance of
practice would not have been identified.

Discussion

We have now reached the point in research, practice and
policy in child health where including the voice and per-
spective of the child is de rigueur. However, which is the
best way to capture children’s voices, to identify their
perspectives, or to utilize our findings for clinical prac-
tice? In this study, we focused on HCP—child interactions,
and we found that participant observation provided the
richest and most robust data in comparison with other
techniques for understanding relations with children
undergoing treatment for cancer. This method was scored
highest for both the study of HCP—child interaction and
the development of clinical guidance. As Carnevale,
Macdonald, Bluebond-Langner, and McKeever (2008),
have discussed previously, the use of participant observa-
tion provided understanding, which could not have been
obtained utilizing other methods. O’Kane (2000), how-
ever, has suggested that participatory methods can be uti-
lized as an alternative to ethnographic methodologies, yet
our data suggest that this may not be the case. In our
study the data produced differed by the methods used,
with some participatory methods such as the “Draw and
Write” revealing comparatively less about HCP—child
interaction. That said, the use of some of these participa-
tory methods, such as the “Draw and Write,” did offer the
opportunity for the researcher to build rapport with the
child and family in a relatively short time frame as well as
to remain in the room to observe encounters with profes-
sionals (Coad, 2007; Dell Clark, 2011). The use of a mix-
ture of participatory and observational methods may,
therefore, be advantageous in clinical environments with
similar patient populations (Coyne & Carter, 2018).

The children’s hospital environment is undoubtedly a
clinical space, where children reside but which is orga-
nized for “medical care.” Privacy is an issue for children
in hospital (Ekra & Gjengedal, 2012; Pelander & Leino-
Kilpi, 2009), not just those taking part in research, with

bathrooms often being the only truly private space
(Schalkers, Dedding, & Bunders, 2015). Although the
researcher was mindful of not asking children to com-
plete activities, such as the sticker activity “rating” the
nurses and doctors in public spaces, such as the play-
room, this was not always possible and many children
ended up completing the activities in the busy outpatient
area, as it was seldom possible to secure a private space
for data collection. It is possible, therefore, that the clini-
cal environment may have affected some of the children’s
responses when using the participatory methods. For
example, “Ruby” was made notably uncomfortable dur-
ing the sticker activity when asked for her views on the
nurses despite the door of her private room being closed.
However, in hospital, such “private” rooms are not really
private, and during the study, private spaces were fre-
quently entered by other people: nurses administrating
medicines and performing observations, doctors either by
themselves or on the ward round, social workers, psy-
chologists, play staff, staff from the hospital school,
orderlies, cleaners, other patients, not to mention the
child’s family and friends.

It has been suggested that flexible and informal envi-
ronments are important when using participatory meth-
ods with children (Carter & Ford, 2013) and as such that
researchers should allow participants to choose the space
in which the interview is to be conducted (Darlington &
Scott, 2002; MacDonald & Greggans, 2008; Stevens,
Lord, Proctor, Nagy, & O’Riordan, 2010). The environ-
ment in which data were collected in our study was nei-
ther flexible nor informal, and children were afforded
very little venue choice. The majority of the data were
collected in rooms that accommodated six beds for chil-
dren who were in hospital for the day receiving outpatient
treatment and their families. Although these beds were
equipped with curtains, these were seldom used and most
interactions were visible to the entire room. Collecting
data in such an environment is challenging for both the
researcher and the child.

Constant interruptions for clinical tasks, while obvi-
ously necessary, disturb the flow of data collection, and
can be particularly problematic with children who have a
short attention span. The data generated in our study
using the clarifying questions in the “Draw and Write”
and sticker activity illustrates the importance of accom-
panying activities with discussion. However, such ques-
tions after or during an activity substantially increases the
length of the activity, and in a clinical environment with
young children, limited time and a high likelihood of
being interrupted, this can be problematic. The frequent
presence of a child’s family during data collection and
their interjections should not necessarily be seen as nega-
tive; as maternal “scaffolding” can result in the child pro-
ducing a more complete and richer narrative than with a
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child who is unprompted (Clarke-Stewart & Beck, 1999;
Irwin & Johnson, 2005). Nevertheless, it can be a chal-
lenge for the researcher to ensure that the child’s “voice”
is heard, and that the child is not simply narrating the
parent’s story (Carter & Ford, 2013).

A “toolbox” of participatory and other activities was
employed in our study. This approach also included a
range of toys and non-research-based resources, which
were useful when breaking the ice and establishing a rap-
port with the child (Carter & Ford, 2013; Woodgate &
Kristjanson, 1996). This gave the children choice over
the tasks. When asked what activities they wanted to do,
two of the older male children refused to take part in the
“Draw and Write” activity, with one child telling the
researcher his refusal was due to his perceived inadequa-
cies at drawing. The use of drawing activities in research
may be advantageous as unlike interviews, which can
require more immediate forms of response and may be
perceived to be intrusive by some children (Carnevale
et al., 2008); the “Draw and Write” technique gives chil-
dren flexibility, time to think about what they want to
depict, and to amend and add to their response (Punch,
2002). However, not all children like to draw (Carter &
Ford, 2013; Dell Clark, 2011): Older children may be
worried about their level of artistic competence and not
consider drawing to be fun (Punch, 2002).

The use of the audio recorder in our study initially
appeared to concern some hospital staff and proved dif-
ficult in busy clinical environments, especially with
young children, people with regional accents or people
who spoke quietly. Individual bedside televisions started
to be placed in the outpatients bays during the course of
the study, which considerably raised the background
noise level in these rooms and were a potential for dis-
traction. To overcome background noise, the researcher
appointed children “disk jockey” asking them to speak
directly into the audio recorder like a microphone.
However, this technique was only partially successful.

Researchers need to be mindful of both the demands
of the clinical setting and their population when choosing
research methods and consider such diverse factors as
infection control measures (Carter & Ford, 2013), age,
children’s attention spans, potential for interruptions, pri-
vacy, background noise levels, and whether the activity
can be completed when the child is attached to a drip
stand, lying down, or with an intravenous cannula in
place. In addition, the importance of relational skills,
tenacity, and attention to detail on the part of the researcher
while utilizing these methods in clinical environments
cannot be overstated. The “toolbox” of activities utilized
in this study empowered children to select which partici-
patory activities they wanted to complete without making
children feel awkward or coerced to complete any par-
ticular activity.

Limitations

The “Talking With Children Study,” which recruited
seven families over | year of data collection, with the
researcher only in the field approximately 3 days a week,
is a relatively small study. However, given the nature of
the data collected, utilizing participant observation with
only one researcher carrying out the observations, recruit-
ment of more families would have meant missing crucial
data from those families already in the study. The fre-
quent presence of parents during data collection means
that the possibility of mutual pretense in children’s
responses should not be overlooked (Bluebond-Langner,
Belasco, DeMesquita, & Wander, 2010).

In addition, data collection was ward-based and did
not take place away from the clinical setting. Even with
good quality equipment, there were challenges associated
with the noise of the clinical environment. The study took
place in a single specialist setting, and families were not
followed into the “shared care” local hospital, where
some children can spend the majority of the early phases
of treatment, or at home. However, each of the children
was met by the researcher on multiple occasions during
their time in the study, with between five and 26 interac-
tions with each child. Many of these interactions encom-
passed the entire duration of the outpatient visit, as the
researcher arrived at the beginning of the appointment
and left the unit with the family, which allowed consider-
able time for the families to share their experiences. Our
approaches allowed the collection of data from all three
perspectives in HCP—child interaction: those of the child,
the HCP, and the parent.

For this article, two scoring systems were applied to
the data generated from the “Talking With Children
Study” and used as aids to analysis when sorting and clas-
sifying data. That these scoring systems were not vali-
dated prior to use is a limitation of the narrative presented
here. However, these scoring systems were applied inde-
pendently by three of the authors and differences between
scores although infrequent, were discussed and resolved,
which introduced rigor to the process.

Conclusion

The use of participatory methods in a busy clinical envi-
ronment with children undergoing treatment for leukemia
is challenging, but possible, albeit not without limita-
tions. Participant observation provided much of the data
from the HCP—child communication domain from the
“Talking With Children Study” and proved a particularly
useful method for studying HCP—child interaction. The
methods utilized in this study were complementary and in
combination produced rich data. However, the use of par-
ticipatory methods requires considerable forethought and
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planning on the part of researchers to collect meaningful
data. All these methods can be time-consuming, and
researchers need to utilize them flexibly to avoid fatigu-
ing participants. More accounts of the effective use of
participatory methods in different contexts should be
shared so that researchers can learn from the experiences
of others, in particular what works and what does not and
in which contexts. Researchers need to think carefully
about the patient population and the clinical context when
choosing which methods to utilize in future studies. This
is particularly important when children are extremely ill
during data collection. The use of a methods “toolbox”
empowers children to select which participatory activity
they would like to complete and can avoid children being
made to feel awkward or coerced into taking part.

Acknowledgments

The authors are enormously grateful to the children, their fami-
lies, and staff who took part in the “Talking With Children
Study.”

Declaration of Conflicting Interests

The authors declared no potential conflicts of interest with
respect to the research, authorship, and/or publication of this
article.

Funding

The authors disclosed receipt of the following financial support
for the research, authorship, and/or publication of this article:
The “Talking With Children Study” was funded by the Olivia
Hodson Cancer Fund. G.B.’s post was supported by the Olivia
Hodson at the time of the study and thereafter, during comple-
tion of analysis and writing period, by the Great Ormond Street
Children’s Charity’s core grant to Louis Dundas Center for
Children’s Palliative Care. M.B.L.’s post is supported by fund-
ing from True Colors Trust. Acknowledged by the relevant
authors is support received from the NIHR Great Ormond Street
Hospital Biomedical Research Center.

ORCID iDs

Gemma Bryan ' https://orcid.org/0000-0002-8497-4093
Faith Gibson { =) https://orcid.org/0000-0002-8125-4584
References

Aldiss, S., Horstman, M., O’Leary, C., Richardson, A., &
Gibson, F. (2008). What is important to young children
who have cancer while in hospital? Children & Society, 23,
85-98.

Bluebond-Langner, M. (1980). The private worlds of dying chil-
dren. Princeton, New Jersey: Princeton University Press.

Bluebond-Langner, M., Belasco, J. B., & DeMesquita Wander,
M. (2010). “I want to live, until I don’t want to live any-
more”: Involving children with life-threatening and life-
shortening illnesses in decision making about care and
treatment. Nursing Clinics of North America, 45, 329-343.
doi:10.1016/j.cnur.2010.03.004

Carnevale, F. A., Macdonald, M. E., Bluebond-Langner, M.,
& McKeever, P. (2008). Using participant observation
in pediatric health care settings: Ethical challenges and
solutions. Journal of Child Health Care, 12(1), 18-32.
doi:10.1177/1367493507085616

Carter, B., & Ford, K. (2013). Researching children’s health
experiences: The place for participatory, child-centered,
arts-based approaches. Research in Nursing & Health, 36,
95-107. doi:10.1002/nur.21517

Clarke-Stewart, K. A., & Beck, R. J. (1999). Maternal scaffold-
ing and children’s narrative retelling of a movie story. Early
Childhood Research Quarterly, 14, 409-434. doi:10.1016/
S0885-2006(99)00018-6

Coad, J. (2007). Using art-based techniques in engaging chil-
dren and young people in health care consultations and/
or research. Journal of Research in Nursing, 12, 487-497.
doi:10.1177/1744987107081250

Coyne, 1., & Carter, B. (2018). Participatory research in the
past, present and future. In I. Coyne & B. Carter (Ed.),
Being participatory with children and young people:
Co-constructing knowledge using creative techniques
(pp. 1-13). Switzerland: Springer.

Coyne, I., & Harder, M. (2011). Children’s participation in deci-
sion-making: Balancing protection with shared decision-
making using a situational perspective. Journal of Child
Health Care, 15,312-319.d0i:10.1177/1367493511406570

Darlington, Y., & Scott, D. (2002). Qualitative research in
practice: Stories from the field. Australia: Allen & Unwin.

Dell Clark, C. (2011). In a younger voice: Doing child-centered
qualitative research. Oxford: Oxford University Press.

Driessnack, M. (2006). Draw-and-tell conversations with chil-
dren about fear. Qualitative Health Research, 16, 1414—
1435. doi:10.1177/1049732306294127

Ekra, E. M. R., & Gjengedal, E. (2012). Being hospitalized with
a newly diagnosed chronic illness—A phenomenological
study of children’s lifeworld in the hospital. International
Journal of Qualitative Studies on Health and Well-being, 7,
Article 18694. doi:10.3402/ghw.v7i0.18694

Gonzalez-Rivera, M., & Bauermeister, J. A. (2007). Children’s
attitudes toward people with AIDS in Puerto Rico: Exploring
stigma through drawings and stories. Qualitative Health
Research, 17,250-263. doi:10.1177/1049732306297758

Haijes, H. A., & van Thiel, G. J. M. W. (2016). Participatory meth-
ods in pediatric participatory research: A systematic review.
Pediatric Research, 79, 676—683. doi:10.1038/pr.2015.279

Harden, J., Scott, S., Backett-Milburn, K., & Jackson, S. (2000).
Can’t talk, won’t talk? Methodological issues in research-
ing children. Sociological Research Online, 5(2), 1-12.
doi:10.5153/sr0.486

Horstman, M., Aldiss, S., Richardson, A., & Gibson, F. (2008).
Methodological issues when using the draw and write tech-
nique with children aged 6 to 12 years. Qualitative Health
Research, 18,1001-1011. doi:10.1177/1049732308318230

Irwin, L. G., & Johnson, J. (2005). Interviewing young children:
Explicating our practices and dilemmas. Qualitative Health
Research, 15, 821-831. doi:10.1177/1049732304273862

James, A., Jenks, C., & Prout, A. (1998). Theorizing childhood.
Cambridge: Teachers College Press.

Knighting, K., Rowa-Dewar, N., Malcolm, C., Kearney, N.,
& Gibson, F. (2011). Children’s understanding of cancer


https://orcid.org/0000-0002-8497-4093
https://orcid.org/0000-0002-8125-4584

Bryan et al.

403

and views on health-related behaviour: A “draw and write”
study. Child: Care, Health and Development, 37, 289—299.
doi:10.1111/5.1365-2214.2010.01138.x

Lambert, V., Glacken, M., & McCarron, M. (2008). “Visible-
ness”: The nature of communication for children admitted
to a specialist children’s hospital in the Republic of Ireland.
Journal of Clinical Nursing, 17, 3092-3102. doi:10.1111/
j-1365-2702.2008.02462.x

Lambert, V., Glacken, M., & McCarron, M. (2011). Employing
an ethnographic approach: Key characteristics. Nurse
Researcher, 19(1), 17-24.

Lees, A., Payler, J., Ballinger, C., Lawrence, P., Faust, S. N., &
Meads, G. (2017). Positioning children’s voice in clinical
trials research: A new model for planning, collaboration,
and reflection. Qualitative Health Research, 27, 2162—
2176. doi:10.1177/1049732317726760

Lys, C., Gesink, D., Strike, C., & Larkin, J. (2018). Body map-
ping as a youth sexual health intervention and data collec-
tion tool. Qualitative Health Research, 28, 1185-1198.
doi:10.1177/1049732317750862

MacDonald, K., & Greggans, A. (2008). Dealing with chaos
and complexity: The reality of interviewing children and
families in their own homes. Journal of Clinical Nursing,
17,3123-3130. doi:10.1111/j.1365-2702.2008.02495.x

Nightingale, R., Sinha, M. D., & Swallow, V. (2014). Using
focused ethnography in paediatric settings to explore
professionals’ and parents’ attitudes towards expertise in
managing chronic kidney disease stage 3-5. BMC Health
Services Research, 14(1), Article 403. doi:10.1186/1472-
6963-14-403

Nilsson, S., Bjorkman, B., Almqvist, A.-L., Almqvist, L., Bjork-
Willén, P., Donohue, D., . .. Hvit, S. (2015). Children’s
voices—Differentiating a child perspective from a child’s
perspective. Developmental Neurorehabilitation, 18, 162—
168. doi:10.3109/17518423.2013.801529

O‘Kane, C. (2000). The development of participatory tech-
niques- Facilitating children’s views about decisions which
affect them. In P. Christensen & A. James (Ed.), Research
with Children Perspectives and Practices (pp. 136—159).
London: RoutledgeFalmer.

Pelander, T., & Leino-Kilpi, H. (2009). Quality in pediatric nurs-
ing care: Children’s expectations. Issues in Comprehensive
Pediatric Nursing, 27, 139-151. doi:10.1080/01460860
490497778

Punch, S. (2002). Research with children: The same or dif-
ferent from research with adults? Childhood, 9, 321-341.
doi:10.1177/0907568202009003005

Schalkers, 1., Dedding, C. W. M., & Bunders, J. F. G. (2015).
“[T would like] a place to be alone, other than the toi-
let”—Children’s perspectives on paediatric hospital care
in the Netherlands. Health Expectations, 18, 2066-2078.
doi:10.1111/hex.12174

Spradley, J. (1980). Participant observation. New York: Holt,
Rinehart & Winston.

Stevens, M. M., Lord, B. A., Proctor, M.-T., Nagy, S., &
O’Riordan, E. (2010). Research with vulnerable families
caring for children with life-limiting conditions. Qualitative
Health Research, 20, 496-505. doi:10.1177/10497323
09356097

Teachman, G., & Gibson, B. E. (2013). Children and youth
with disabilities: Innovative methods for single qualita-
tive interviews. Qualitative Health Research, 23, 264-274.
doi:10.1177/1049732312468063

Thomas, N., & O’Kane, C. (1998). The ethics of participatory
research with children. Children & Society, 12, 336-348.
doi:10.1111/§.1099-0860.1998.tb00090.x

Vindrola-Padros, C., Bryan, G., Coyne, I., Martins, A., &
Gibson, F. (2016). From informed consent to dissemina-
tion: Using participatory visual methods with young people
in different stages of research. Global Public Health, 11,
636—650. doi:10.1080/17441692.2016.1165718

Woodgate, R., & Kristjanson, L. J. (1996.). “My hurts”: Hospitalized
young children’s perceptions of acute pain. Qualitative Health
Research, 6,184-201. doi:10.1177/104973239600600204

Author Biographies

Gemma Bryan, is a research associate in the Louis Dundas
Centre for Children’s Palliative Care at University College
London. She holds a PhD from the University of Manchester, an
MSc from the University of Glasgow and a BA (Hons) from
The University of Durham (Hatfield College). Her research
interests include communication, decision making and symp-
tom control in paediatric oncology.

Myra Bluebond-Langner, is professor and True Colours Chair
in Palliative Care for Children and Young People at University
College London, Great Ormond Street Institute of Child Health.
In this capacity she also heads the academic unit of the Louis
Dundas Centre for Children’s Palliative Care - an academic and
clinical partnership. She is also Board of Governors’ Professor
of Anthropology (Emerita) and founder and former Director of
the Rutgers University Center for Children and Childhood
Studies.

Daniel Kelly, is the Royal College of Nursing professor of
Nursing Research in the School of Healthcare Sciences, Cardiff
University. He leads national and international research in can-
cer & palliative care, patient safety and workforce issues

Stephanie Kumpunen, is a qualitative health services researcher
based at The Nuffield Trust, an independent health think tank.
Stephanie also specialises in policy analysis, and has interests in
information, choice and the quality of care services.

Kate Oulton is a senior research fellow in the Centre for
Outcomes and Experience Research in Children’s Health,
Illness and Disability (ORCHID), at Great Ormond Street
Hospital for Children NHS Foundation Trust. She is also the
Biomedical Research Centre Clinical Academic Programme
Lead. Kate leads a programme of research focused primarily on
children and young people with neurodisability and those whose
condition is rare or undiagnosed.

Faith Gibson is professor of Child Health and Cancer Care at
the University of Surrey and Great Ormond Street Hospital for
Children NHS Foundation Trust, where she is also lead for the
Centre for Outcomes and Experience Research in Children’s
Health, Illness and Disability (ORCHID). She leads a pro-
gramme of research in the child and young person population,
in cancer and other life-limiting and chronic diseases.



