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Abstract 

Children with cancer experience pain throughout their cancer trajectory. Pain has 

short- and long-term negative consequences for children physically and 

psychologically. Children with cancer spend more time at home with their families 

and less time in hospital. Whilst this has benefits for quality of life, it shifts 

responsibility for pain management from healthcare professionals to parents. Little is 

known about parents’ pain management abilities in this setting. This study aimed to 

understand how parents of children with cancer manage their child’s pain at home. A 

convergent, parallel, mixed methods design including pain diaries, surveys, and 

interviews was used. Participants were parents of children with cancer on active 

treatment recruited from one tertiary cancer centre. Each data collection method was 

analysed separately and then integrated. Parents frequently under-medicate their 

child’s pain at home. Practical barriers including the analgesic context and children 

finding medications unpalatable led parents to prefer non-pharmacological 

interventions. Attitudinal and practical barriers result in parents having an “empty 

toolbox” of pharmacological interventions. Consequently non-pharmacological 

interventions are essential to parents managing their child’s cancer pain at home. 
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Introduction 

Worldwide it is estimated around 300,000 children are diagnosed with cancer 

annually (International Agency for Research on Cancer, 2016). In the United 

Kingdom (UK), recent figures suggest 1,821 children (Cancer Research UK, 2015a) 

and 2,630 teenagers and young adults (Cancer Research UK, 2015b) develop 

cancer annually. In recent years, survival rates in England and Wales have 

increased to 82% for children and 84% for teenagers and young adults; figures are 

similar in the United States (US) (National Cancer Institute, 2015). These growing 

survival rates are a result of increasingly aggressive treatments (Clarke, Fletcher, & 

Schneider, 2005; Fortier, Wahi, Bruce, Maurer, & Stevenson, 2014).  

 

Advances in symptom management have not matched progress in survival rates 

(Fortier, Sender, & Kain, 2011) resulting in children experiencing severe side-effects 

(Jibb et al., 2018). Side-effects are wide ranging and include reductions in physical 

wellbeing, psychological wellbeing and autonomy (Collins et al., 2000).  

 

Children with cancer experience pain originating from three sources: the disease 

itself; side-effects of treatment; and procedures (Fortier et al., 2014; Olson & Amari, 

2015; Twycross, Parker, Williams, & Gibson, 2015). Experiences of childhood pain 

have lasting negative effects (Tutelman et al., 2018). Pain produces a biological 

stress response (Vaccarino & Couret, 1995) which can negatively impact an 

individual’s ability to eat, sleep, think and interact with others (Berger, Shuster, & 

Von Roenn, 2013). In children with cancer, pain impairs quality of life (Jibb et al., 

2018), delays recovery (Shepherd, Woodgate, & Sawatzky, 2010), and if unresolved 

can lead to chronic pain in survivorship (Tutelman et al., 2018) 
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Due to advances in treatments, there is a trend towards children with cancer being 

cared for as outpatients (Fortier, Sender, et al., 2011; Kazak & Noll, 2015). Many 

authors recognise a subsequent shift in responsibility for symptom management 

from nurses and doctors, who are trained in pain management, to parents most of 

whom are not (Fortier et al., 2014; Kars, Duijnstee, Pool, van Delden, & Grypdonck, 

2008; Kazak & Noll, 2015; Twycross, Parker, et al., 2015). This shift incurs a burden 

on parents who are coping with this in addition to multiple new tasks which come 

with caring for a child with cancer (Clarke et al., 2005; Flury, Caflisch, Ullmann-

Bremi, & Spichiger, 2011).  

Methods  

This study was part of a mixed methods project which aimed to understand how 

parents of children with cancer manage their child’s pain at home. This paper reports 

on findings which answer research questions:   

1. How do parents intervene to manage their child’s pain at home? 

2. What influences parents’ choice of interventions to manage their child’s 

pain at home? 

Design 

A convergent, parallel, mixed methods design was used (Creswell & Plano Clark, 

2011) as neither qualitative nor quantitative methods could adequately answer the 

research questions (Dures, Rumsey, Morris, & Gleeson, 2011). The Theory of 

Planned Behaviour (TPB) guided study design and conduct (Ajzen, 1985). Methods 

were mixed primarily for the purpose of complementarity (Greene, Caracelli, & 
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Graham, 1989). Secondary purposes for mixing were completeness (Bryman, 2006), 

offset (Bryman, 2006; Petros, 2011), and explanation (Bryman, 2006).  

 

To answer research question one, parents recorded interventions in response to 

their child’s cancer pain over a one-month period. This data were combined with 

interview data in which parents described their interventions qualitatively. To answer 

research question two, firstly, parents’ attitudes towards medications were measured 

in a quantitative survey. Secondly, in pain diaries, when parents did not provide an 

intervention, they were asked to provide further details. These responses along with 

general comments made by parents were used to understand influences on parents’ 

pain management intervention choice. Thirdly, parents were interviewed regarding 

what influenced their choice of pain management interventions.  

 

Participants 
Participants were: 

1. Mothers, fathers, guardians or anyone with primary caregiving responsibility 

for a child with cancer (hereon in referred to as “parents”).  

2. Over 18 years of age.  

3. Proficient in spoken and written English.  

4. Parents of children with cancer of any diagnosis, on active treatment, aged 

from birth to one day before their 17th birthday on day of recruitment.  

Procedure  
Participants were recruited from one tertiary cancer centre in the UK. A convenience 

sample of participants completed the survey. For pragmatic reasons, a sample of 

100 participants was chosen to allow 95% confidence intervals to be calculated with 
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+/- 10% margin of error to be calculated with the exact method (Morris & Gardner, 

1988). A subset of survey participants chose to continue their participation and 

complete pain diaries. Due to requiring a high level of involvement, it was anticipated 

fewer parents would want to participate so a target sample size of 40 was chosen. A 

subset of pain diary participants were recruited to interview through purposive 

sampling (Table 1) which ensured a range of participants in terms of age of child and 

time since diagnosis. Children experience, process, express and communicate pain 

differently at different stages of development so it was important to gather data from 

a range of ages (Gaffney & Dunne, 1986, 1987; Twycross, 1998). Participant 

selection according to stage of treatment was important because evidence suggests 

family’s needs evolve throughout the treatment trajectory (Woodgate & Degner, 

2003).  

Table 1: Purposive sampling for interview participants 
Age Birth – 4 years 4-7 years 8-16 years Total 

First six months  3 3 3 9 
After six months 3 3 3 9 
Total 6 6 6 18 

 

Ethical considerations 
Ethical approval was granted from the Health Research Authority (16/NS/0121) 

following governance and approval from The Royal Marsden NHS Foundation Trust 

(AM1702/04).  

 

Healthcare professionals acted as gatekeepers to ensure potential participants were 

not approached at a time which would be emotionally sensitive to them. A process 

consent model was adopted (Dewing, 2007) with consent obtained at point of 

recruitment as well as just prior to commencement of each data collection method. 

Parents and children have been given pseudonyms to protect their identity.  
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Data collection 

Survey 

The Medication Attitudes Questionnaire (MAQ) is a 16-item questionnaire with each 

item rated on a seven-point Likert scale from strongly agree to strongly disagree 

(Forward, Brown, & McGrath, 1996). This questionnaire was initially developed to 

examine attitudes of mothers of healthy children towards paracetamol. In mothers of 

healthy children this scale had Cronbach’s alpha of 0.68 (Forward et al., 1996). This 

reached 0.73 when tested on parents of children undergoing surgery (Chambers, 

Reid, & McGrath, 1997). Demographic data including parental age, gender, ethnicity, 

household income, and educational background as well as child age, gender, 

diagnosis, time since diagnosis, and treatment were collected.  

 

Pain diaries 

Parents were provided with paper or electronic pain diaries depending on preference 

to be kept for one month. For each pain episode, parents recorded pain score on an 

11-point numerical rating scale. Free text allowed parents to describe individualised 

pain management techniques, their actions in response to pain, and perception of 

the result of their actions. If medication was administered, parents recorded the type 

of medication and dose. If a non-medication intervention was used, parents recorded 

this. If there was no intervention, parents were asked to state their reasons. 
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Interviews 

A semi-structured qualitative (Parahoo, 2006) interview schedule was derived from 

background literature, and guided by TPB (Ajzen, 1991). The interview schedule 

received face validity from three experienced researchers with expertise in cancer, 

pain, and paediatrics as well as eight experts by experience (Jones & Rattray, 2010; 

Parahoo, 2006; Teddlie & Tashakkori, 2009). 

Analysis 

Figure 1 displays data analysis processes and meta-inference generation for this 

study. Initially each dataset was analysed separately and then integrated.  
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Figure 1: Analysis process and meta-inference generation 

Survey 

Survey data were analysed using SPSS (version 21, manufacturer IBM) and 

Microsoft Excel. Demographic characteristics of the sample were analysed using 

descriptive statistics. Inferential statistics were used to compare demographic 

variables to scores on scales and subscales. Choice of statistical test depended on 

whether data was categorical, ordinal, or interval, and distribution of data (Myles & 
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Gin, 2000). Where tests involved multiple comparisons, a Bonferroni post-hoc test 

was used to reduce the chance of getting spurious results. Results were considered 

statistically significant at a probability (p) value of ≤0.05. Correlations were 

considered small if <.3, medium if >.3 and <.5, and large if >.5 (Cohen & Holiday, 

1982; Penn et al., 2008). 

 

Pain diary 

Data entry, data checking, and choice of inferential statistics matched those used in 

analysis of survey data. Data were analysed on two levels: Episode data consisted 

of each individual diary entry; Aggregate data consisted of summary data for each 

participant. Qualitative responses were analysed using manifest (Graneheim & 

Lundman, 2004), phenomenological (Egberg Thyme, Wiberg, Lundman, & 

Graneheim, 2013), content analysis with low abstraction degree and low 

interpretation level (Graneheim, Lindgren, & Lundman, 2017). 

 

Interviews 

Interview data were analysed according to six stages of thematic analysis (Braun & 

Clarke, 2006) using NVivo TM (Version 10, QSR International).  

 

Integration 

Integration of survey, pain diary, and interview inferences was conducted via joint 

display (Creswell & Plano Clark, 2011; Fetters, Curry, & Creswell, 2013; 

Guetterman, Fetters, & Creswell, 2015) using a matrix (Dickson, Lee, & Riegel, 
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2011; Miles & Huberman, 1994) from which meta-inference generation stemmed 

(O’Cathain, Murphy, & Nicholl, 2010).  

 

Results 

Of the 161 parents invited to participate, 101 (62.7%) returned the survey. Due to the 

anonymity of the survey, reasons for non-participation cannot be established. Pain 

diaries were received from 37/101 (36.6%) potential participants. In the interview 

sample, older children who had been diagnosed less than six months prior to 

recruitment were under-represented and older children who had been diagnosed 

more than six months prior to recruitment were over-represented. Demographic 

characteristics are displayed for children in Table 2 and for parents in Table 3. Chi-

squared tests revealed no statistically significant differences between those who 

participated and those who did not in gender and age of child, or parental 

relationship.  

Table 2: Demographic characteristics of children represented in the sample 
Child demographic data n (%) Survey Pain diary Interview 
Age 1 4 (4) 2 (5.4) 

6 (33.3) 2 4 (4) 4 (10.8) 
3 9 (8.9) 2 (5.4) 
4 10 (9.9) 4 (10.8) 

6 (33.3) 
5 15 (14.9) 6 (16.2) 
6 4 (4) 2 (5.4) 
7 7 (6.9) 2 (5.4) 
8 5 (5) 1 (2.7) 

6 (33.3) 

9 7 (6.9) 3 (8.1) 
10 4 (4) 1 (2.7) 
11 6 (5.9) 2 (5.4) 
12 4 (4) 2 (5.4) 
13 3 (3) 1 (2.7) 
14 2 (2) 2 (5.4) 
15 4 (4) 1 (2.7) 
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16 5 (5) 2 (5.4) 
Gender F 36 (35.6) 14 (37.8) 9 (50) 
Ethnicity Asian 11 (10.9) 3 (8.1) 1 (5.6) 

Black 8 (7.9) 2 (5.4) 0 (0) 
Mixed 12 (11.9) 4 (10.8) 2 (11.1) 
Other 2 (2) 1 (2.7) 0 (0) 
White 65 (64.4) 27 (73.0) 15 (83.3) 

Diagnosis Leukaemia 56 (55.4) 22 (59.5) 10 (55.6) 
Lymphoma 10 (9.9) 5 (13.5) 4 (22.2) 
Brain 11 (10.9) 2 (5.4) 1 (5.6) 
Solid tumours 16 (15.8) 7(18.9) 3 (16.7) 
Other 2 (2) 1 (2.7) 0 (0) 

Time since diagnosis 0-6 months 44 (43.6) 23 (62.2) 8 (44.4) 
6-12 months 9 (8.9) 2 (5.4) 

10 (55.6) 
1-3 years 35 (34.7) 8 (21.6) 
3-5 years 8 (7.9) 3 (8.1) 
5+ years 2 (2) 1 (2.7) 

 

Survey 

Percentage responses for each MAQ item are displayed in Figure 2. When “strongly 

agree”, “agree”, and “slightly agree” were combined, the highest level of agreement 

(73%) was for the statement “Side-effects are something to worry about when giving 

children pain medication”. Lowest agreement (28%) was for the statement “Using 

pain medication for children’s pain leads to later drug abuse”. The highest level of 

uncertainty (33%) was for the statements “It is unlikely a child will become addicted 

to pain medication if taken for pain” and “Giving children pain medication for pain 

teaches proper use of drugs”. The lowest level of uncertainty (9%) was for the 

statement “Pain medication works best if saved for when the pain is quite bad”. No 

statistically significant difference was found between MAQ scales or subscales and 

time since diagnosis.  
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Table 3: Demographic characteristics of parents represented in the sample 

1Parent demographic data n (%)  Survey Pain diary Intervie
w 

Relationshi
p 

Both 1 (1) 1 (2.7) 0 (0) 
Father 20 (19.8) 6 (16.2) 1 (5.6) 
Mother 75 (74.3) 29 (78.4) 17 (94.4) 
Other 1 (1) 1 (2.7) 0 (0) 

Age 25-34 22 (21.8) 5 (13.5) 2 (11.1) 
35-44 53 (52.5) 22 (59.5) 11 (61.1) 
45-54 22 (21.8) 9 (24.3) 4 (22.2) 
55-64 1 (1) 1 (2.7) 1 (5.6) 

Ethnicity White 71 (70.3) 29 (78.4) 16 (88.9) 
Asian 11 (10.9) 3 (8.1) 1 (5.6) 
Black 12 (11.9) 4 (10.8) 1 (5.6) 
Mixed 3 (3) 1 (2.7) 0 (0) 

Income Less than £14,000 per year 13 (12.9) 3 (8.1) 1 (5.6) 
£15,000 – £24,000 per year 25 (24.8) 2 (5.4) 0 (0) 
£25,000 – £39,000 per year 14 (13.9) 13 (35.1) 7 (38.9) 
£40,000 – £59,000 per year 11 (10.9) 7 (18.9) 4 (22.2) 
More than £60,000 per year 26 (25.7) 10 (27.0) 4 (22.2) 

Education Didn't finish school 22 (21.8) 0 (0) 0 (0) 
Finished school 12 (11.9) 2 (5.4) 0 (0) 
Certificate or partial studies at 
college/universities 43 (42.6) 15 (40.5) 7 (38.9) 

Completed a bachelor’s degree 16 (15.8) 10 (27.0) 6 (33.3) 
Completed a postgraduate degree 2 (2) 9 (24.3) 4 (22.2) 

 

 

 

 
1 Note that where figures do not add up to sample total, this is due to participants choosing not to 
disclose demographic information 
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Figure 1: Percentage response for MAQ items 
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Figure 2: Medication administration in response to pain score 
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Pain diary 

A pain score was recorded for 1769/2137 (82.8%) episodes. Parental response to 

pain was recorded for 506 episodes. In 121 episodes, parents recorded both a 

medication and a non-medication response. No action was taken on 51 (8%) of 

episodes.  

 

A univariate ANOVA revealed that as pain score increased, there was a statistically 

significant increase in parents’ administration of a combination of medication and 

non-medication responses when compared to only administering medication (mean 

difference=1.48, p<.0001), only using a non-medication response (mean 

difference=1.30, p<.0001), and no action (mean difference=1.02, p=.009).  

 

Parents administered medications in response to 231 (37%) episodes. Figure 3 

displays the number of analgesic drugs administered in response to varying levels of 

pain. Children received an analgesic drug in 21% of episodes where a pain score 

was recorded as one or more. In 207 (71%) episodes where children had clinically 

significant pain, of three or more no analgesic drug administration was recorded.  

 

Table 4 displays the most frequent response for each type of medication and each 

type of analgesic drug for episode data (number of episodes) and aggregate data 

(number of children for which this was the most frequent response). A non-

medication response was recorded for 345 (55%) episodes. Table 5 displays non-

medication response for episode data and aggregate data per child.  
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Table 4: Frequency and type of medication and type of analgesic drug administered 

  Number (%) 
of episodes 

Number (%) of children for 
whom this is the most 
frequent intervention 

Type of medication administered 
Analgesic 119 (50) 14 (50) 
Topical 59 (25) 6 (21) 
Anti-emetic 29 (12) 4 (14) 
Laxative 26 (11) 3 (11) 
Costive 3 (1) 1 (4) 
Type of analgesic drug administered 
Paracetamol 78 (51) 12 (71) 
Morphine 53 (35) 5 (29) 
Pregabalin 18 (12) 0 (0) 
Co-codamol 3 (2) 0 (0) 
Codeine 1 (1) 0 (0) 

 

Table 5: Frequency of non-medication responses 

Non-medication response Number (%) 
of episodes 

Number (%) of children for 
whom this is the most 

frequent response to pain 
Cuddles 86 (17) 6 (16) 
Food and Drink 67 (13) 3 (8) 
Distraction 65 (13) 3 (8) 
Massage 62 (12) 7 (19) 
Sleep / rest 45 (4) 4 (11) 
Heat 29 (6) 3 (8) 
Bath / shower 28 (5) 2 (5) 
Oral care 26 (5) 1 (3) 
Verbal reassurance / comfort 18 (4) 3 (8) 
Toilet 18 (4) 0 (0) 
Exercise 12 (2) 1 (3) 
Hospital or contact HCP 8 (2) 1 (3) 
Other 48 (9) 3 (8) 

HCP: healthcare professionals 
 
Participants provided a total of 40 comments under “If no action is taken or required, 

please say why”. Many of the 313 comments under “Any other comments” also 

related to why no action had been taken. Reasons for no action were coded into four 

categories and nine subcategories (Table 6).  
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Interview 

Parents described analgesic mediations, and non-pharmacological interventions to 

manage their child’s pain at home.  

Table 6: Reasons for no action in response to pain 

Category Subcategory 
Number (%) participants 

who commented  

Features of 

the pain 

Pain not severe enough  8(21.6) 

Pain went away 4(10.8) 

Inadequacy 

of analgesic 

drugs 

Child refusing medication 6(16.2) 

Side-effects of analgesic drugs 2(5.4) 

Analgesic drug won't help 2(5.4) 

HCP 

influence 

HCP advises against analgesic drug 4(10.8) 

Waiting to seek advice from HCP 3(8.1) 

Not allowed to give analgesic drug 2(5.4) 

Daily 

challenges 

Circumstances prevent analgesic 

drug administration 
3(8.1) 

HCP: healthcare professionals 

Analgesic medication 

Many parents held positive attitudes towards analgesic medications and wanted to 

encourage other parents to use analgesic medications: 

“So, I think probably I’ve got a very relaxed attitude, rightly or 

wrongly to taking medicines…I will dose her up as much as she can 

have it and I won’t be worried.” – Beth  

When asked what advice they would give to other parents in a similar situation, 

some parents advocated administering analgesic medications: 

“don’t be afraid...a lot people don’t like using medicines. But at the 

end of the day, why make your child suffer? Just use medication, 

because it’s hopefully not gonna be for long.” – Ruth  
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Parents expressed a range of attitudes towards paracetamol due to its antipyretic 

properties having potential to mask a temperature in their child. Some parents 

expressed no hesitation in administering paracetamol while others were more 

cautious but would give it if their child had no sign of a temperature or were not 

neutropenic. Other parents never gave their child paracetamol due to fear it would 

mask a temperature: 

“Paracetamol definitely wasn’t allowed because of temperature 

spikes and stuff like that.” – Priya   

One parent received conflicting information regarding paracetamol administration: 

“Some doctor in the [principle treatment centre], she said when he’s 

in pain give him paracetamol…But in [shared care] they said that I 

can’t give him anything.” – Natalia  

 

Some parents talked about not being allowed to administer ibuprofen, although they 

were less clear on the reasons for this: 

“And he can’t have ibuprofen I don’t think. I can’t remember why but 

I don’t think he can.” – Angie  

Regarding morphine administration, one parent encountered anti-morphine attitudes 

from HCPs: 

“I remember them saying she was morphine naive and they were 

quite pleased about that…they said it was a good thing.” – David  
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When administering morphine some parents were aware of its pharmacological 

limitation of causing constipation as a side-effect. This was especially pertinent when 

the child’s pain was caused by constipation: 

“…the risk of constipation cos she is adamant she doesn’t want to 

take any laxatives so I’ve yet to get enough…morphine” – Margret  

Some parents held misconceptions based on personal experiences of exposure to 

morphine which influenced their attitude. In this excerpt, Beth admits feeling 

negatively towards morphine, but believes she is open to change: 

“...my husband had issues with it, with morphine, and his mum as 

well...So I’m quite frightened of morphine…even though it shouldn’t 

be subjective, it is…seeing people high on morphine when they 

shouldn’t have been when they’ve abused it…If someone had said 

to me, well it would really help her…I think I would have changed my 

mind about it. So, it’s not like I’ve got this really stuck attitude.” – 

Beth  

Importantly, many parents changed their attitudes towards analgesic medications 

throughout the cancer journey: 

"And there was one evening when Eleanor was particularly bad, and 

she was screaming...And my mother said well have you used that 

morphine...And I did. And it worked…it’s an amazing drug. Yes, let’s 

have more of it." – Suzannah  
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Often, if parents wanted to administer analgesic medications, they had to weigh up 

whether it was worth upsetting their child due to non-palatability of medications 

meaning children refused to take them: 

“…he wasn’t gonna have it just for the taste of it. And then it put him 

off all the other ones that are actually okay to take” – Elena  

This left parents questioning their parenting skills and feeling that interventions 

available to them prior to diagnosis were no longer available leaving them with 

nothing to offer. 

“… [being able to give paracetamol is] almost like a safety blanket 

you know it’s there. But the moment you don’t have it you just think 

oh my god…what am I going to do?” – Annabelle 

 

“…they’ve taken it out of the bag of goodies” – Margret  

 

“I went on a journey with the back pack only half packed. I needed a 

bit more. So that’s the way I felt about it.” – Suzannah  

Parents felt there was nothing they could do: 

"I: what do you do if you think it is genuine sore tummy? 

P: Not a lot. Obviously, we can’t really give her pain relief...I don’t 

think there’s much else we do.” – David  

This left parents with an “empty toolbox” 
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“...but that sense of fear of feeling like the toolbox that you’ve grown 

up as a parent…suddenly all that’s taken away from you.” – Georgia  

 

Non-pharmacological interventions 

Non-pharmacological interventions include physical strategies such as massage, 

psychological strategies such as distraction, non-analgesic medications such as 

ondansetron, and other analgesic interventions such as topical analgesics. Analgesic 

medications may have been the preferred choice prior to diagnosis but since 

diagnosis, parents preferred non-pharmacological interventions. Parents used non-

pharmacological interventions to restock their “empty toolbox”.  

 

Parents expressed a belief that non-pharmacological interventions could be a 

sufficient solution: 

“…if you don’t have to take a medicine, then why would you, if 

there’s another solution” – Laura 

Parents listed a wide variety of non-pharmacological interventions including: heat, 

distraction, being there, reassurance, food, drink, cuddles and physical affection, 

herbal remedies, aromatherapies, massage, acupuncture, bath, treats, sleep, rest, 

going to the toilet, mouth washes, topical creams, numbing creams, laxatives, giving 

the child space and/or time, siblings, role play, hydrotherapy, TENS machine, fresh 

air, walking, mindfulness, phone apps, relaxation techniques, positioning, talking, 

placebo, plasters, probiotic yoghurts, singing, and physiotherapy.  
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Parents felt comfortable using more than one non-pharmacological intervention and 

were willing to try anything: 

“…all of a sudden he said his front of his head was hurting, no first 

he said his head was hurting. So, I would sort of press it there for 

him and he says yeah that feels good and then I offered him some 

hot drink like tea…that made him feel better, but the pain wouldn’t 

go away and then…I gave him hot water bottle…and he felt a little 

bit better with it. And then I said to him look, you need to have some 

fresh air…let me put a chair here and…I said okay let’s go for a walk 

cos that fresh air and drinking water and then…why don’t you lie 

down and have a nap…and then he woke up and the headache was 

gone.” – Priya  

Parents re-stocking of the pain management toolbox often involved creative 

interventions, flexible interventions, and life adaptations: 

"Try to think outside the box...And trying alternatives." – Margret  

 

"…having a range of strategies and being flexible...so looking at 

each situation." – Suzannah  

 

"…at home, I think we’ve adapted quite well to even just little 

things… we’ve all adapted our behaviours...to minimise his pain” – 

Laura  
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Discussion 

Survey results revealed parents showed negative attitudes towards medication 

which did not resolve over time. Pain diaries revealed parents frequently under 

mediated their child’s pain at home but used a variety of non-pharmacological 

interventions to manage their child’s pain. Interview results revealed a preference for 

non-pharmacological interventions and parents expressed reasons for this.  

 

How do parents intervene to manage their child’s pain at home?  

In 71% of episodes where children were in clinically significant pain, no analgesic 

drug was administered. This confirms Fortier and colleagues finding of frequent 

under-medication of children with cancer at home (2014). Paracetamol was the most 

frequent analgesic drug administered, a finding consistent with recent research in a 

sample of outpatient and inpatient parents of children with cancer both on and off 

treatment (Tutelman et al., 2018). When pain increased, parents were not more likely 

to administer analgesic medications but were more likely to intervene with a 

combination of analgesic medications and non-pharmacological interventions. Non-

pharmacological interventions were the most frequent response to children’s pain in 

pain diaries. In interviews, parents expressed a preference for non-pharmacological 

interventions. In pain diaries, the most frequent non-pharmacological interventions 

were cuddles, followed by food and drink, distraction, and massage.  

 

Literature in support of non-pharmacological interventions to manage pain in children 

with cancer is growing but remains limited (Jibb et al., 2015). Children with cancer 

use more physical and psychological strategies than other populations (Post-White, 
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Fitzgerald, Hageness, & Sencer, 2009). Parents use more physical and 

psychological strategies to manage their child’s cancer pain than pharmacological 

strategies (Tutelman et al., 2018). Distraction is frequently the most common 

strategy used by parents to manage cancer pain (Bettle, 2015; Fortier, Chung, 

Martinez, Gago-Masague, & Sender, 2016; Tutelman et al., 2018).  

 

Pain diary and interview data converge on what parents do in response to their 

child’s cancer pain at home. Parents may be under-medicating their child’s pain but 

contrary to previous literature (Fortier et al., 2014), this research concludes that 

parents are responding to their child’s pain using a variety of physical and 

psychological strategies.  Parents frequent use of non-pharmacological interventions 

shows that previous research which did not consider these interventions may have 

underrepresented parents pain management abilities.  

 

What influences parents’ choice of interventions to manage their child’s pain at 

home? 

Quantitatively measured attitudinal barriers towards analgesic medications 

MAQ results revealed parents of children with cancer hold negative attitudes towards 

medications which did not vary with time since diagnosis. Previous research found 

parents of children with cancer have a steep learning curve to become experts in 

their child’s condition (Bettle, 2015). This finding suggests pain management does 

not improve with exposure to healthcare settings. Nurses are instrumental in 

educating parents on their new responsibilities (Flury et al., 2011). A possible 

explanation for this lack of improvement may be the stability of attitudes. Extensive 
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work on attitudes has found they rarely change over time and are relatively stable 

(Ajzen, 2006; Edwards et al., 2007). Providing education to improve parental pain 

management during the post-operative period has been found ineffective (Chambers 

et al., 1997; Chorney, Twycross, Mifflin, & Archibald, 2014). A recent integrative 

review examining interventions to improve parental pain management at home found 

few interventions were effective at altering pain management attitudes and practices 

(Parker, McKeever, Wiseman, & Twycross, 2018).  

 

Qualitatively measured attitudinal barriers towards analgesic medications 

Parents held a range of attitudes towards analgesic medications. Some parents in 

this research expressed negative attitudes towards analgesic medications but many 

reported improvements in attitudes towards analgesic medications throughout the 

duration of their child’s cancer treatment. At point of interview, few expressed current 

stigma towards analgesic medications. This range of attitudes is reflected in 

literature. Swedish parents of children with cancer denied refusing opioids to children 

for fear of addiction (Ljungman, Kreuger, Gordh, & Sörensen, 2006). But parent-held 

stigma is acknowledged in literature (Andrzejowski & Carroll, 2016; Cheng & 

Tattermusch, 2014; Twycross, Dowden, & Bruce, 2009). Taiwanese parents of 

children with neuroblastoma were more free in giving medication as they progressed 

through treatment (Lu et al., 2011).  

 

Parents occasionally described episodes in which they had sensed negative 

attitudes towards medications from HCPs. It has been reported that HCPs caring for 

children with cancer worry that children easily become addicted to pharmacological 

interventions, have no memory of pain, do not experience pain in the same way, and 
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metabolise opioids differently (Hanmod & Gera, 2016). This may in part explain why 

survey results revealed no changes in attitudes towards medication with time since 

diagnosis: If HCPs responsible for educating parents hold negative attitudes, 

continued exposure to the healthcare setting will not improve attitudes.  

 

Practical barriers to medication administration 

In addition to attitudinal barriers, practical barriers including the analgesic context 

and the non-palatability of analgesic medications hinder parents’ management of 

their children’s cancer pain at home.  

 

In interviews parents expressed their fear of administering paracetamol due to its 

antipyretic effect meaning its administration may mask a temperature which, at 

home, could be parents’ only sign of a potentially fatal infection (Patterson, 1992). 

Others reported that they were never allowed to administer paracetamol, even if their 

child’s temperature was within safe parameters. In a similar study, parents of 

children with acute lymphoblastic leukaemia on and off treatment, reported in 

interviews fear of administering paracetamol even when their child was not 

neutropenic (Bettle, 2015).  

 

Parents reported hesitancy over morphine administration due to fear of exacerbating 

existing symptoms of nausea and constipation. Although hospital policy 

acknowledges these side-effects (Cheng & Tattermusch, 2014; Hanmod & Gera, 

2016; Patterson, 1992), to our knowledge, this is the first study to report the impact 

these have on parents’ management of children’s cancer pain.  
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This analgesic context may have altered parent’s MAQ responses. For example, 

parents who agree with the statement “Pain medication has many side-effects”, are 

considered to be expressing a negative attitude towards medication. Similarly, 

parents who disagree with the statement “There is little need to worry about side-

effects from pain medication” are considered to be expressing a negative attitude 

towards medication. Although masking a temperature is not medically classified as 

such, many parents may consider it to be a side-effect. If parents consider masking a 

temperature to be a side-effect of paracetamol, given its potentially fatal 

consequences, it is unsurprising that many would show negative attitudes to these 

statements. It may be that the MAQ is detecting practical barriers rather than 

attitudinal barriers which may explain why parents in this study appear to show more 

negative attitudes on MAQ than non-cancer populations (Twycross, Williams, et al., 

2015; Zisk et al., 2010, 2007).  

 

To compound this, parents also reported that when they wanted to administer 

analgesic medications, children found medications non-palatable and frequently 

refused them. Children refusing medication as a barrier to parental management of 

children’s cancer pain has been reported elsewhere (Bettle, 2015; Fortier et al., 

2014; Mariyana, Allenidekania, & Nurhaeni, 2018). Mothers of children with cancer 

described this as a major challenge which is time-consuming and associated with 

physical and psychological side-effects (Clarke et al., 2005).  

 

Integration of several data collection methods used in this research can explain 

conflicts found elsewhere in literature. This research distinguished between 

attitudinal barriers and practical barriers. Due to the analgesic context – frequent 
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contraindication and non-palatability of medication – the MAQ may be detecting the 

practical barriers to analgesic medication which continue throughout the cancer 

diagnosis. This analgesic context meant parents felt they had an “empty toolbox”, 

leading to frustration, helplessness, an inability to manage their child’s pain, and 

feeling stripped of parenting skills.  

 

Attitudinal and practical barriers to analgesic medications, reveal the importance of 

non-pharmacological interventions for parents managing their child’s cancer pain at 

home. Use of physical and psychological strategies to manage children’s pain at 

home was far more than a helpful adjunct to analgesic drug interventions. Physical 

and psychological strategies allowed parents to re-stock their “empty toolbox” and 

regain their ability to manage their child’s pain at home effectively. 

 

Strengths and limitations 

Convenience sampling was used for recruitment to this study for both surveys and 

pain diaries. Although this facilitated recruitment of a sample size sufficient for 

statistical analysis, it means this sample should not be considered representative of 

the population (Etikan, Musa, & Alkassim, 2016; Parahoo, 2014). Purposive 

sampling was utilised for interviews, which allowed data to be gathered from a broad 

range of experiences related to the research question (Heavey, 2014).  

 

Participants were recruited from just one UK tertiary cancer centre which limited 

generalisability. Due to the organisation of UK paediatric cancer services, children 

with cancer will be allocated one tertiary cancer centre which conducts specialist 

aspects of treatment and one shared care centre which conducts general aspects of 
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treatment closer to home (NHS England, 2017). Recruiting from a tertiary cancer 

centre meant this research includes parents whose children were receiving care from 

a range of shared care centres.  

 

A further strength of this study is the way in which analysis was conducted to 

embrace, rather than ignore divergences (Creswell & Plano Clark, 2011; Teddlie & 

Tashakkori, 2009). Findings which stemmed from between-method divergences 

would not have been revealed had this research not embraced divergences derived 

from mixed methodology. Had any one method been absent from this study, different 

conclusions would have been drawn. This research demonstrates how mixed 

methods produces findings which are more than the sum of their parts (Teddlie & 

Tashakkori, 2009).  

 

Conclusion 

This study is the first to use mixed methods to investigate how parents manage their 

child’s cancer pain at home and what influences parents’ choice of intervention. 

Quantitatively measured attitudinal barriers suggest parents of children with cancer 

hold many negative attitudes towards analgesic medications which do not change 

with exposure to healthcare settings. Qualitatively measured attitudinal barriers 

suggest parents resolve their negative attitudes towards analgesic medications. The 

analgesic context, coupled with children finding analgesic medications non-palatable, 

create practical barriers towards analgesic administration which may explain the 

divergence between quantitatively and qualitatively gathered data. The MAQ may be 

detecting practical barriers rather than attitudinal barriers. Practical barriers result in 
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an “empty toolbox” of pain management interventions which parents stock effectively 

with non-pharmacological interventions.  

 

  



33 
 

References 

Ajzen, I. (1985). From intentions to actions: A theory of planned behavior. In J. Kuhl 
& J. Beckmann (Eds.), Action control (pp. 11–39). Berlin, Heidelberg: Springer. 
Ajzen, I. (1991). The theory of planned behavior. Organizational Behavior and 
Human Decision Processes, 50(2), 179–211. 
Ajzen, I. (2006). Constructing a theory of planned behavior questionnaire. Retrieved 
from http://people.umass.edu/~aizen/pdf/tpb.measurement.pdf 
Al-Atiyyat, N. M. H., & Vallerand, A. H. (2018). Patient-related attitudinal barriers to 
cancer pain management among adult Jordanian patients. European Journal of 
Oncology Nursing, 33, 56–61. 
Al-Qudimat, M. R., Rozmus, C. L., & Farhan, N. (2011). Family strategies for 
managing childhood cancer: using complementary and alternative medicine in 
Jordan. Journal of Advanced Nursing, 67(3), 591–597. 
Andrzejowski, P., & Carroll, W. (2016). Codeine in paediatrics: pharmacology, 
prescribing and controversies. Archives of Disease in Childhood. Education and 
Practice Edition, 101(3), 148–151. https://doi.org/10.1136/archdischild-2014-307286 
Berger, Shuster, & Von Roenn. (2013). Principles and Practice of Palliative Care and 
Supportive Oncology (Fourth edition). Edinburgh; New York: LWW. 
Bettle, A. (2015). Parent / carer involvement to manage pain in children with acute 
lymphoblastic leukemia (PhD dissertation). Dalhousie University, Halifax, Nova 
Scotia. 
Bossert, E., Van Cleve, L., & Savedra, M. (1996). Children with cancer: the pain 
experience away from the health care setting. Journal of Pediatric Oncology Nursing, 
13(3), 109-120 12p. 
Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative 
Research in Psychology, 3(2), 77–101. 
http://dx.doi.org/10.1191/1478088706qp063oa 
Bryman, A. (2006). Integrating quantitative and qualitative research: how is it done? 
Qualitative Research, 6(1), 97–113. https://doi.org/10.1177/1468794106058877 
Cancer Research UK. (2015a, May 13). Children’s cancer statistics. Retrieved 11 
May 2018, from http://www.cancerresearchuk.org/health-professional/cancer-
statistics/childrens-cancers 
Cancer Research UK. (2015b, May 14). Teenagers’ and young adults’ cancers 
statistics. Retrieved 11 May 2018, from http://www.cancerresearchuk.org/health-
professional/cancer-statistics/teenagers-and-young-adults-cancers 
Chambers, C., Reid, G., & McGrath, P. (1997). A randomized trial of a pain 
education booklet: effects on parents’ attitudes and postoperative pain 
management... presented at the meeting of the Canadian Psychological Association, 
Charlottetown, Prince Edward Island, June 1995. Children’s Health Care, 26(1), 1-13 
13p. 
Chen, C. H., Tang, S. T., & Chen, C. H. (2012). Meta-analysis of cultural differences 
in Western and Asian patient-perceived barriers to managing cancer pain. Palliative 
Medicine, 26(3), 206–221. https://doi.org/10.1177/0269216311402711 
Cheng, D., & Tattermusch, S. (2014). Paediatric Haematology & Oncology: 
Supportive Care Protocols. Great Ormond Street Hospital for Children NHS 
Foundation Trust, The Royal Marsden NHS Foundation Trust & University College 
London Hospitals NHS Foundation Trust. 



34 
 

Chorney, J., Twycross, A., Mifflin, K., & Archibald, K. (2014). Can we improve 
parents’ management of their children’s postoperative pain at home? Pain Research 
and Management, 19(4), e115–e123. 
Clarke, J. N., Fletcher, P. C., & Schneider, M. A. (2005). Mothers’ home health care 
work when their children have cancer. Journal of Pediatric Oncology Nursing, 22(6), 
365–373. 
Cohen, L., & Holiday, M. (1982). Statistics for Social Scientists. London: Harper and 
Row. 
Collins, J. J., Byrnes, M. E., Dunkel, I. J., Lapin, J., Nadel, T., Thaler, H. T., … 
Portenoy, R. K. (2000). The measurement of symptoms in children with cancer. 
Journal of Pain and Symptom Management, 19(5), 363–377. 
Creswell, J. W., & Plano Clark, V. L. (2011). Designing and Conducting Mixed 
Methods Research (2nd edition). Los Angeles: SAGE Publications, Inc. 
Davis, M. P., & Walsh, D. (2004). Epidemiology of cancer pain and factors 
influencing poor pain control. The American Journal of Hospice & Palliative Care, 
21(2), 137–142. 
Dewing, J. (2007). Participatory research A method for process consent with persons 
who have dementia. Dementia, 6(1), 11–25. 
https://doi.org/10.1177/1471301207075625 
Dickson, V. V., Lee, C. S., & Riegel, B. (2011). How do cognitive function and 
knowledge affect heart failure self-care? Journal of Mixed Methods Research, 5(2), 
167–189. https://doi.org/10.1177/1558689811402355 
Dures, E., Rumsey, N., Morris, M., & Gleeson, K. (2011). Mixed methods in health 
psychology: Theoretical and practical considerations of the third paradigm. Journal of 
Health Psychology, 16(2), 332–341. 
Edwards, H., Walsh, A., Courtney, M., Monaghan, S., Wilson, J., & Young, J. (2007). 
Promoting evidence-based childhood fever management through a peer education 
programme based on the theory of planned behaviour. Journal of Clinical Nursing, 
16(10), 1966–1979. https://doi.org/10.1111/j.1365-2702.2007.01767.x 
Egberg Thyme, K., Wiberg, B., Lundman, B., & Graneheim, U. H. (2013). Qualitative 
content analysis in art psychotherapy research: Concepts, procedures, and 
measures to reveal the latent meaning in pictures and the words attached to the 
pictures. The Arts in Psychotherapy, 40(1), 101–107. 
https://doi.org/10.1016/j.aip.2012.11.007 
Etikan, I., Musa, S. A., & Alkassim, R. S. (2016). Comparison of convenience 
sampling and purposive sampling. American Journal of Theoretical and Applied 
Statistics, 5(1), 1–4. 
Ferrell, B., Rhiner, M., Shapiro, B., & Dierkes, M. (1994). The experience of pediatric 
cancer pain, Part I: Impact of pain on the family. Journal of Pediatric Nursing, 9(6), 
368-379 12p. 
Ferrell, B., Rhiner, M., Shapiro, B., & Strause, L. (1994). The family experience of 
cancer pain management in children. Cancer Practice, 2(6), 441-446 6p. 
Fetters, M. D., Curry, L. A., & Creswell, J. W. (2013). Achieving integration in mixed 
methods designs: principles and practices. Health Services Research, 48(6pt2), 
2134–2156. 
Flury, M., Caflisch, U., Ullmann-Bremi, A., & Spichiger, E. (2011). Experiences of 
parents with caring for their child after a cancer diagnosis. Journal of Pediatric 
Oncology Nursing, 28(3), 143–153. 



35 
 

Forgeron, P., Finlay, G., & Arnaout, M. (2006). Pediatric pain prevalence and 
parents’ attitudes at a cancer hospital in Jordan. Journal of Pain & Symptom 
Management, 31(5), 440-448 9p. 
Fortier, M. A., Chung, W. W., Martinez, A., Gago-Masague, S., & Sender, L. (2016). 
Pain buddy: A novel use of m-health in the management of children’s cancer pain. 
Computers in Biology and Medicine, 76, 202–214. 
https://doi.org/10.1016/j.compbiomed.2016.07.012 
Fortier, M. A., MacLaren, J. E., Martin, S. R., Perret-Karimi, D., & Kain, Z. N. (2009). 
Pediatric Pain After Ambulatory Surgery: Where’s the Medication? Pediatrics, 
124(4), e588–e595. https://doi.org/10.1542/peds.2008-3529 
Fortier, M. A., Martin, S. R., Kain, D. I., & Tan, E. T. (2011). Parental attitudes 
regarding analgesic use for children: differences in ethnicity and language. Journal 
Of Pediatric Surgery, 46(11), 2140–2145. 
https://doi.org/10.1016/j.jpedsurg.2011.06.021 
Fortier, M. A., Sender, L. S., & Kain, Z. N. (2011). Management of pediatric oncology 
pain in the home setting: the next frontier. Journal of Pediatric 
Hematology/Oncology, 33(4), 249–250. 
https://doi.org/10.1097/MPH.0b013e318217b054 
Fortier, M. A., Wahi, A., Bruce, C., Maurer, E. L., & Stevenson, R. (2014). Pain 
management at home in children with cancer: A daily diary study. Pediatric Blood & 
Cancer, 61(6), 1029–1033. https://doi.org/10.1002/pbc.24907 
Fortier, M. A., Wahi, A., Maurer, E. L., Tan, E. T., Sender, L. S., & Kain, Z. N. (2012). 
Attitudes regarding analgesic use and pain expression in parents of children with 
cancer. Journal of Pediatric Hematology/Oncology, 34(4), 257–262. 
https://doi.org/10.1097/MPH.0b013e318241fd07 
Forward, S. P., Brown, T. L., & McGrath, P. J. (1996). Mothers’ attitudes and 
behavior toward medicating children’s pain. Pain, 67(2–3), 469–474. 
Gaffney, A., & Dunne, E. A. (1986). Developmental aspects of children’s definitions 
of pain. Pain, 26(1), 105–117. https://doi.org/10.1016/0304-3959(86)90177-6 
Gaffney, A., & Dunne, E. A. (1987). Children’s understanding of the causality of pain. 
PAIN®, 29(1), 91–104. https://doi.org/10.1016/0304-3959(87)90182-5 
Graneheim, U. H., Lindgren, B.-M., & Lundman, B. (2017). Methodological 
challenges in qualitative content analysis: A discussion paper. Nurse Education 
Today, 56, 29–34. 
Graneheim, U. H., & Lundman, B. (2004). Qualitative content analysis in nursing 
research: concepts, procedures and measures to achieve trustworthiness. Nurse 
Education Today, 24(2), 105–112. https://doi.org/10.1016/j.nedt.2003.10.001 
Greene, J. C., Caracelli, V. J., & Graham, W. F. (1989). Toward a conceptual 
framework for mixed-method evaluation designs. Educational Evaluation and Policy 
Analysis, 11(3), 255–274. 
Guetterman, T. C., Fetters, M. D., & Creswell, J. W. (2015). Integrating quantitative 
and qualitative results in health science mixed methods research through joint 
displays. The Annals of Family Medicine, 13(6), 554–561. 
Hanmod, S. S., & Gera, R. (2016). Oncologic pain in pediatrics. Journal of Pain 
Management, 9(2), 165–175. 
Heavey, E. (2014). Statistics for nursing: A practical approach. Jones & Bartlett 
Publishers. 
Hedén, L., Pöder, U., von Essen, L., & Ljungman, G. (2013). Parents’ perceptions of 
their child’s symptom burden during and after cancer treatment. Journal of Pain and 
Symptom Management, 46(3), 366–375. 



36 
 

Hellsten, M. B. (2000). All the king’s horses and all the king’s men: pain 
management from hospital to home. Journal of Pediatric Oncology Nursing: Official 
Journal of the Association of Pediatric Oncology Nurses, 17(3), 149–159. 
https://doi.org/10.1053/jpon.2000.8163 
International Agency for Research on Cancer. (2016, February 16). International 
Statistics (Summary of IARC Report). Retrieved 9 November 2018, from 
https://www.acco.org/global-childhood-cancer-statistics/ 
Jibb, L. A., Croal, L., Wang, J., Yuan, C., Foster, J., Cheung, V., … Stinson, J. N. 
(2018). Children’s experiences of cancer care: a systematic review and thematic 
synthesis of qualitative studies. Oncology Nursing Forum, 45, 527–544. 
Jibb, L. A., Nathan, P. C., Stevens, B. J., Seto, E., Cafazzo, J. A., Stephens, N., … 
Stinson, J. N. (2015). Psychological and physical interventions for the management 
of cancer-related pain in pediatric and young adult patients: an integrative review. 
Oncology Nursing Forum, 42. 
Jones, M., & Rattray, J. (2010). Questionnaire design. In The research process in 
nursing. John Wiley & Sons. Retrieved from 
https://books.google.co.nz/books?hl=en&lr=&id=_PL-
0N921VMC&oi=fnd&pg=PR12&dq=the+research+process+in+nursing+gerrish&ots=
MuNU40Wpy3&sig=n2JsJUg3NjyaLESXIe3OVr9DXVs 
Kankkunen, P., Vehviläinen-Julkunen, K., Pietilä, A.-M., Korhonen, A., Nyyssönen, 
S., Lehikoinen, N.-M., & Kokki, H. (2009). Promoting children’s pharmacological 
postoperative pain alleviation at home. Pediatric Nursing, 35(5), 298–303; quiz 304–
305. 
Kars, M. C., Duijnstee, M. S. H., Pool, A., van Delden, J. J. M., & Grypdonck, M. H. 
F. (2008). Being there: parenting the child with acute lymphoblastic leukaemia. 
Journal of Clinical Nursing, 17(12), 1553–1562. https://doi.org/10.1111/j.1365-
2702.2007.02235.x 
Kazak, A. E., & Noll, R. B. (2015). The integration of psychology in pediatric 
oncology research and practice: collaboration to improve care and outcomes for 
children and families. The American Psychologist, 70(2), 146–158. 
https://doi.org/10.1037/a0035695 
Ljungman, G., Kreuger, A., Gordh, T., & Sörensen, S. (2006). Pain in pediatric 
oncology: do the experiences of children and parents differ from those of nurses and 
physicians? Upsala Journal of Medical Sciences, 111(1), 87–95. 
Lu, C.-H., Huang, C.-Y., Park, J.-H., Lin, H.-R., Lee, Y.-L., & Cheng, S.-F. (2011). 
Main caregivers’ experiences of managing pain for children with neuroblastoma in 
Taiwan. Journal of Pediatric Oncology Nursing, 28(6), 326–335. 
https://doi.org/10.1177/1043454211408104 
Mariyana, R., Allenidekania, A., & Nurhaeni, N. (2018). Parents’ voice in managing 
the pain of children with cancer during palliative care. Indian Journal of Palliative 
Care, 24(2), 156–161. https://doi.org/10.4103/IJPC.IJPC_198_17 
MHRA. (2013). Codeine for analgesia: restricted use in children because of reports 
of morphine toxicity. Retrieved 26 April 2018, from https://www.gov.uk/drug-safety-
update/codeine-for-analgesia-restricted-use-in-children-because-of-reports-of-
morphine-toxicity 
Miles, M. B., & Huberman, A. M. (1994). Qualitative data analysis: An expanded 
sourcebook. Sage. 
Morris, J. A., & Gardner, M. J. (1988). Statistics in medicine: Calculating confidence 
intervals for relative risks (odds ratios) and standardised ratios and rates. British 
Medical Journal (Clinical Research Ed.), 296(6632), 1313. 



37 
 

Myles, P. S., & Gin, T. (2000). Statistical methods for anaesthesia and intensive 
care. Oxford: Butterworth-Heinemann. 
National Cancer Institute. (2015). A Snapshot of Pediatric Cancers [cgvArticle]. 
Retrieved 27 January 2016, from 
http://www.cancer.gov/research/progress/snapshots/pediatric 
Newington, L., & Metcalfe, A. (2014). Factors influencing recruitment to research: 
qualitative study of the experiences and perceptions of research teams. BMC 
Medical Research Methodology, 14, 10. https://doi.org/10.1186/1471-2288-14-10 
NHS England. (2017). 2013/14 NHS Standard Contract for Paediatric Oncology. 
Retrieved 10 May 2018, from https://www.england.nhs.uk/publication/201314-nhs-
standard-contract-for-paediatric-oncology/ 
O’Cathain, A., Murphy, E., & Nicholl, J. (2010). Three techniques for integrating data 
in mixed methods studies. BMJ, 341, c4587. https://doi.org/10.1136/bmj.c4587 
Olson, K., & Amari, A. (2015). Self-reported Pain in Adolescents With Leukemia or a 
Brain Tumor: A Systematic Review. Cancer Nursing, 38(5), E43-53. 
https://doi.org/10.1097/NCC.0000000000000214 
Parahoo. (2006). Nursing Research: Principles, Process and Issues (2nd edition). 
Basingstoke, Hampshire England; New York: Palgrave Macmillan. 
Parahoo, K. (2014). Nursing Research: Principles, Process and Issues (3rd Revised 
edition edition). Palgrave Macmillan. 
Parker, R., McKeever, S., Wiseman, T., & Twycross, A. (2018). An integrative review 
of interventions to support parents when managing their child’s pain at home. Pain 
Management Nursing, 19(2), 139–156. 
Patterson, K. L. (1992). Pain in the pediatric oncology patient. Journal of Pediatric 
Oncology Nursing, 9(3), 119–130. 
Penn, A., Lowis, S. P., Hunt, L. P., Shortman, R. I., Stevens, M. C., McCarter, R. L., 
… Sharples, P. M. (2008). Health related quality of life in the first year after diagnosis 
in children with brain tumours compared with matched healthy controls; a 
prospective longitudinal study. European Journal of Cancer, 44(9), 1243–1252. 
Petros, S. G. (2011). Use of a mixed methods approach to investigate the support 
needs of older caregivers to family members affected by HIB and AIDS in South 
Africa. Journal of Mixed Methods Research. 
https://doi.org/10.1177/1558689811425915 
Pöder, U., Ljungman, G., & von Essen, L. (2010). Parents’ perceptions of their 
children’s cancer-related symptoms during treatment: a prospective, longitudinal 
study. Journal of Pain and Symptom Management, 40(5), 661–670. 
https://doi.org/10.1016/j.jpainsymman.2010.02.012 
Post-White, J., Fitzgerald, M., Hageness, S., & Sencer, S. F. (2009). Complementary 
and alternative medicine use in children with cancer and general and specialty 
pediatrics. Journal of Pediatric Oncology Nursing, 26(1), 7–15. 
Rhiner, M., Ferrell, B., Shapiro, B., & Dierkes, M. (1994). The experience of pediatric 
cancer pain, Part II: Management of pain. Journal of Pediatric Nursing, 9(6), 380-387 
8p. 
Shepherd, E., Woodgate, R. L., & Sawatzky, J.-A. (2010). Pain in children with 
central nervous system cancer: a review of the literature. Oncology Nursing Forum, 
37(4), E318-330. https://doi.org/10.1188/10.ONF.E318-E330 
Strauss, A., & Corbin, J. M. (1990). Basics of qualitative research: Grounded theory 
procedures and techniques. Sage Publications, Inc. 



38 
 

Teddlie, C., & Tashakkori, A. (2009). Foundations of Mixed Methods Research: 
Integrating Quantitative and Qualitative Approaches in the Social and Behavioral 
Sciences. SAGE Publications Inc. 
Teddlie, C., & Yu, F. (2007). Mixed methods sampling: A typology with examples. 
Journal of Mixed Methods Research, 1(1), 77–100. 
Tutelman, P. R., Chambers, C. T., Stinson, J. N., Parker, J. A., Fernandez, C. V., 
Witteman, H. O., … Irwin, K. (2018). Pain in children with cancer: prevalence, 
characteristics, and parent management. The Clinical Journal of Pain, 34(3), 198–
206. https://doi.org/10.1097/AJP.0000000000000531 
Twycross, A. (1998). Children’s cognitive level and their perception of pain: 
children’s perception of pain changes as they develop understanding in the 
developmental stages. Paediatric Nursing, 10(3), 24–27. 
https://doi.org/10.7748/paed.10.3.24.s21 
Twycross, A., Dowden, S., & Bruce, L. (2009). Managing pain in children: a clinical 
guide. John Wiley & Sons. 
Twycross, A., Parker, R., Williams, A., & Gibson, F. (2015). Cancer-related pain and 
pain management sources, prevalence and the experiences of children and parents. 
Journal of Pediatric Oncology Nursing, 32(6), 369–384. 
Twycross, A., Williams, A., Bolland, R., & Sunderland, R. (2015). Parental attitudes 
to children’s pain and analgesic drugs in the United Kingdom. Journal of Child Health 
Care, 19(3), 402–411. https://doi.org/10.1177/1367493513517305 
Unsworth, V., Franck, L. S., & Choonara, I. (2007). Parental assessment and 
management of children’s postoperative pain: a randomized clinical trial. Journal of 
Child Health Care, 11(3), 186–194. https://doi.org/10.1177/1367493507079558 
Vaccarino, A. L., & Couret, L. C. (1995). Relationship between hypothalamic-
pituitary-adrenal activity and blockade of tolerance to morphine analgesia by pain: a 
strain comparison. Pain, 63(3), 385–389. 
Van Cleve, L., Bossert, E., Beecroft, P., Adlard, K., Alvarez, O., & Savedra, M. C. 
(2004). The pain experience of children with leukemia during the first year after 
diagnosis. Nursing Research, 53(1), 1–10. 
WHO. (1996). Cancer Pain Relief: With a Guide to Opioid Availability. World Health 
Organization. 
WHO. (2012). WHO | WHO guidelines on persisting pain in children. Retrieved 28 
January 2016, from 
http://www.who.int/medicines/areas/quality_safety/guide_perspainchild/en/ 
Woodgate, R. L., & Degner, L. F. (2003). Expectations and beliefs about children’s 
cancer symptoms: perspectives of children with cancer and their families. Oncology 
Nursing Forum, 30(3), 479–491. https://doi.org/10.1188/03.ONF.479-491 
Zisk, R. Y., Fortier, M. A., Chorney, J. M., Perret, D., & Kain, Z. N. (2010). Parental 
postoperative pain management: attitudes, assessment, and management. 
Pediatrics, 125(6), e1372-1378. https://doi.org/10.1542/peds.2009-2632 
Zisk, R. Y., Grey, M., MacLaren, J. E., & Kain, Z. N. (2007). Exploring 
sociodemographic and personality characteristic predictors of parental pain 
perceptions. Anesthesia & Analgesia, 104(4), 790–798. 
https://doi.org/10.1213/01.ane.0000257927.35206.c1 

 


	Abstract
	Introduction
	Methods
	Design
	Participants
	Procedure
	Ethical considerations

	Data collection
	Survey
	Pain diaries
	Interviews

	Analysis
	Survey
	Pain diary
	Interviews
	Integration


	Results
	Survey
	Pain diary
	Interview
	Analgesic medication
	Non-pharmacological interventions


	Discussion
	How do parents intervene to manage their child’s pain at home?
	What influences parents’ choice of interventions to manage their child’s pain at home?
	Quantitatively measured attitudinal barriers towards analgesic medications
	Qualitatively measured attitudinal barriers towards analgesic medications
	Practical barriers to medication administration

	Strengths and limitations

	Conclusion
	References

