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Despite numerous advances in the recognition, assessment, and management of

pain in neonates over the past two decades, there has been limited improvement in the

knowledge base regarding parental responses to their infant’s pain (Franck, Scurr, &

Couture, 2001). This study examined parents’ views of their experiences observing and

coping with their infant’s pain in the Neonatal Intensive Care Unit (NICU). Parents were

interviewed individually or in focus groups and thematic content analysis was used to

develop conceptual categories that described their experience. Conceptual categories and

their relationships were used to represent the nature of parent experiences with their

infant’s pain and the development of the parenting role within the NICU.

One of the most stressful experiences reported by parents of infants in the NICU

is seeing their infant experience pain (Brunssen & Miles, 1996; Miles & Holditch-Davis,

1997; Miles, Funk, & Carlson, 1993). Wereszczak, Miles, & Holditch-Davis (1997)

interviewed 44 mothers of premature infants during the neonatal period and at the child’s

three-year follow-up assessment. Memories of the infant’s pain and the mothers’

inability to protect the infant from pain continued to be a source of stress long after their

infant’s discharge from the NICU.

The inability to protect the infant from pain is an example of an alteration in the

parenting role and represents another major source of stress for parents in the NICU

(Gale & Franck, 1998; Miles, Funk, & Carlson, 1993; Phillips, 1996). In their summary

of research findings regarding the impact of the NICU on parenting premature infants,

Miles & Holditch-Davis (1997) found that most sources of stress were related to the loss

of the expected and desired parental role and the behavior and appearance of the infant.

They identified examples of alterations in the parenting role as separation from the infant,



feeling helpless to protect the infant, not knowing how to help the infant, not being able

to hold the baby, and struggling to negotiate their caregiving role with nurses. The most

commonly reported responses of parents in this study were anxiety, helplessness and loss

of control, fear, uncertainty, and worry about the outcome of the infant. These findings

have been validated in a more recent study on parental involvement in children’s pain

care (Simons, Franck, & Roberson, 2001).

Involvement in their infant's care helps to decrease stress related to loss of the

parenting role by contributing to feelings of competency and healthy adaptation to

parenting (Ward, 2001; Klaus & Kennell, 2001; Haut, Peddicord, & O’Brien; 1994).

Phillips (1995) suggests that involving parents in the infant’s pain assessment may reduce

anxiety related to the loss of their ability to protect the infant from pain. Research with

pediatric patients indicates that parents want to participate in comfort measures and

decision-making regarding their child’s pain management (Simons, Franck, & Roberson,

2001; Tait, Voelpel-Lewis, Munro, & Malviya, 2001), however there has not been similar

investigations reported in the literature which addresses this issue for parents in the

NICU. Therefore as part of an ongoing program of research to investigate parental

involvement in infant pain care, the aim of this study was to explore parental perceptions

of their infant’s pain and pain management in the NICU.

Methods

The study had an exploratory descriptive design, using a combination of focus

groups and individual interview techniques. Interviews were originally planned to take

place in focus groups of at least three participants. Focus group methodology was

preferred as an interview technique because the interaction of participants may stimulate



the expression of memories, ideas, and experiences (Morgan, 1996). Limited numbers of

participants available for focus group interviews necessitated that individual interviews

be conducted as well as group interviews.

Sample

This sub-sample was recruited from two sites from a larger sample in the United

Kingdom (UK) involved in a survey of parental views of infant pain. The study was

approved by the local research ethics committees of the two hospitals. Study participants

(N=12) were recruited using purposive sampling from two groups: a) parents who had

infants currently receiving care in the NICU (N=6); and b) parents whose infants had

been discharged from the NICU and were enrolled in the outpatient follow-up clinic at

each hospital (N=6). Parents were interviewed at these two points in time to examine if

common themes persisted over time regarding their infant's pain experience in the NICU.

Inclusion criteria for parents of infants currently hospitalized in the NICU were: 1) parent

able to visit their infant on at least one occasion prior to discussing the study and 2)

parent able to read and write English. The inclusion criteria for parents of outpatient

infants were: 1) infant was hospitalized in the NICU following birth and 2) parent able to

read and write English.

Information was mailed to the parents of all infants prior to routine neonatal

follow up appointments, or left at the bedside for the parents of infants in the NICU. If

parents indicated interest in participating in the study, an interview appointment was

arranged. All parents were assured that study participation was voluntary and that a

decision not to participate would not affect their infant’s care. Written consent was

obtained from all study participants prior to the interview.



There were eleven mothers and one father in the sample. For one infant, both

parents participated in separate interviews. Of the remaining ten mothers, two had one set

of twins each, bringing the total number of infants to 13 (See tables 1 & 2). At the time of

the interview, the median age of the parents was 36 years old. Eleven infants were

preterm (less than 37 weeks gestation) and two were full term (38-42 weeks gestation).

Median gestational age was 31 weeks. The shortest hospital stay was 11 days and the

longest stay was approximately 2 months. The median length of stay was 3 weeks.

Among the six discharged infants, the length of time since discharge ranged from two

months to two years.

Instruments

Prior to the interviews/focus groups, parents were asked to complete a brief (17

item) questionnaire that reflected basic demographic information about the parent and

infant and used Likert-type scales to measure parent perceptions of their infant’s

mortality risk, pain, and parental satisfaction with neonatal unit care. This questionnaire

was administered prior to the interviews as an independent assessment of parent

perceptions. The questions were drawn from the more comprehensive questionnaire

developed and validated by the research team. Salient information about the infant’s

medical course was obtained from the medical records.

Interview/Focus groups Guide. The interviews were all conducted by the same

coinvestigator (GG), a neonatal nurse with extensive clinical expertise in neonatal

nursing and also a comprehensive history of participating in developmental and family

centered care. An interview guide was developed by the interviewer to elicit parent views

of their infant’s pain care during hospitalization. Parents were given examples of what
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other parents related from the larger study to determine if they had similar or dissimilar

experiences. Parents of discharged infants were also asked about their infant’s pain

experience following discharge and also to reflect on the pain management their infant

received while in the NICU.

The sessions were videotaped for later transcription and analysis. Two interviews

were recorded by audiotaping instead of videotaping per the parents’ request. Field notes

were taken to describe the context and nature of the participant interactions in the focus

groups. Personal identifiers were coded to protect confidentiality of the participants.

Analysis

The audio and videotapes were reviewed within a week after taping by the

interviewer. The tapes were reviewed again by the interviewer four months later and

additional field notes were recorded. Thematic content analysis was used to analyze focus

group and individual interviews (Huberman & Miles, 1994; Wolcott, 1994). Data were

expanded in conceptual themes via open coding without regard for relative importance.

In this way, the breadth of conceptual possibilities across interviews was appreciated.

Following data expansion and saturation, conceptual categories of themes that

were salient across participants were created. Each category was given a definition and

significant verbatim quotes that exemplified the theme were noted.

Conceptual and methodological verification. Using the constant comparative

method of verifying themes across participants, thematic salience was validated to ensure

the credibility and applicability of the findings (Strauss & Corbin, 1990). Interview data

were compared with written responses where possible. To further verify the findings and

document auditability of the analysis, the process and products of analysis (e.g. open



coding, preliminary categorization schema, and final thematic categories) were reviewed

by substantive experts in neonatal pain and family nursing care in the NICU, a qualitative

methodologist, and three parents who had infants in the NICU (Lincoln & Guba, 1985).

Findings

Due to the large amount of missing and irretrievable data from the parent

questionnaire and infant medical record form, it is difficult to determine conclusions from

this quantitative assessment. In the nine completed questionnaires, two parents reported

that their infant did not experience pain; however, in the twelve parent interviews only

one parent indicated that their infant did not experience pain. This discrepancy between

written and oral assessments will require further exploration.

Parents described their perceptions of the infant's pain, how pain was managed by

others, and how they coped with this experience. Ten of the twelve participants appeared

eager to talk about their feelings and experiences and were able to discuss their

perceptions and concerns at length whether or not they were interviewed individually or

in focus groups. The remaining two participants (one inpatient and one outpatient, each

interviewed individually) appeared reticent to discuss their experiences in depth.

Parental perceptions could be characterized in two broad categories: sources of

stress and sources of relief from stress.

Sources of Stress for Parents Regarding their Infant’s Pain Experience. Stress has

been commonly defined as the act, condition, or effect of exerting force on someone or

something (The American Heritage Dictionary, 1996). In this study, feelings commonly

expressed by parents associated with stress were sadness, worry, helplessness,

disappointment, anger, fear, frustration, and guilt. The term sources of stress is defined

~y
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as any situation or factor which exerts a negative force on the parenting experience in the

NICU. In discussing their infant’s pain experience, parents identified sources of stress as

the inability to protect the infant from painful procedures, barriers to parental role

attainment, mismatched perceptions of pain: parents vs. staff, and unpreparedness for

infant pain.

Inability to Protect the Infant from Painful Procedures. Procedures which caused

their infant to experience pain were stressful to parents. Painful procedures identified by

parents in this study were blood tests, insertion and maintenance of breathing tubes,

intravenous (IV) lines, injections, eye examinations, lumbar punctures (LP), operations,

and the infant’s inability to move freely because of IV splints. Eleven of twelve parents

stated that they saw their infant experience pain or saw evidence of tissue damage

resulting from a painful procedure such as a heelstick or needle prick. Four parents

discussed feeling distressed by seeing multiple needle pricks, and indicated that the baby

experienced unnecessary pain from unsuccessful attempts to draw blood or start an IV.

Two parents expressed anger about multiple attempts needed by less experienced nurses

to start an IV on their infant when an experienced nurse could start the IV in one attempt.

Experiences with IVs and needlesticks were described as such:

“I saw my baby have pain with the LP, IV stabs...he seemed to have sensitivity in
his feet from handling.”
“I remember how painful it was for my IV...when I saw his hand and saw all the

pinpricks I wondered how much pain he'd had.”
“[It was] hard to see the nurses trying for over an hour to get the IV.”

Whether to stay or leave during a painful procedure caused much stress for two

parents. One mother recounted:

“I force myself to stay there during painful procedures. I try to comfort him by
talking or touching his head.”
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“I did not want to be with my baby during painful procedures; it was too
upsetting. My husband could handle it, so I would leave and have him stay. He
was very helpful.”

Mismatched Perceptions of Pain: Parents vs. Staff. Parents were stressed when

their perceptions about the infant’s pain experience conflicted with staff perceptions, and

felt that staff disregarded or minimized their infant’s pain. The parents described these

experiences:

“I saw her wince. Someone said, 'Oh, she doesn't feel it'. And I thought, what do
you mean? Of course she feels it.”
“I heard that retinopathy of prematurity(ROP) was serious so I came in at 7AM
and saw the baby get an eye exam. And she was screaming and crying and I told
him ■ the doctor■ ), “Stop!”.
“The splints on his arms were disturbing him, as was the tape on his face. The
nurses didn't appreciate how uncomfortable this must feel to him.”

Unmet parental needs for more information about their infant’s health needs and

medical care, including pain care, was another source of stress. Information needs varied

among the parents. Seven parents wanted information early in the hospitalization and

were frustrated by having to seek it out of the staff. Others felt too overwhelmed by the

NICU to absorb new information. Parents reflected:

“It would have helped me to get this information very early; I like to know and
understand what is going on.”
“The doctors don't always tell you what is going on... why the baby needs this

procedure.”
“The onus is on the parents to get the hospital ■ staff■ to explain what they are
doing.”
“I had trouble taking the information in...I was totally focussed on the baby.”

* “Ignorance is bliss...but you have to know how to help your baby.”



In regard to their infant’s pain experience, many parents expressed concern about

inconsistencies with explanations and lack of staff responsiveness to their needs and

those of the infant in the following examples:

“The nurses came and went, and they all had different explanations.”
“Sometimes nurses did not respond to crying babies)...it upset me to think they

would not comfort my son when I was not there. One nurse told me everything
was in God's hands and not to worry. Even though I am a Christian this did not
comfort me. I wanted to know the nurses would be caring towards him and
respond to his crying when I was away.”
“There were not enough nurses, and they did not help each other. The nurses did
not look after them (twins) in a timely way...that's why they were uncomfortable. '

Barriers to Parental Role Attainment. The parents in this study were stressed by

interferences with their efforts to care for and comfort their infant in the NICU.

“The idea of somebody else caring for my baby tears my heart out. ”
“There is this silly policy to only change the baby every six hours. What is the
reason for this?”
“I want to wrap him up when he gets home and keep him from having any more

pain.

Competition with nurses to care for the infant was also an issue for mothers in our study,

especially in the early weeks of the infant’s hospitalization.

“When you see the baby in pain, at first you hesitate, watch what the nurses do,
then you want to do it yourself. "
“I don't feel like I know him as well as the nurses...nurses see his signs and
understand better.”

“The staff don't know what all parents have gone through...they have no clue
what they have been through. The staff need an appreciation, to give more time
to finding out about the family.”

Unpreparedness for Infant Pain. All parents in this study stated they did not

expect their infant to experience pain as part of their NICU care and all but one parent



stated they saw their infant have pain. Many commented about not being prepared to see

their infant’s pain.

“I wasn't prepared to see her in pain. I think they were shielding me from the
truth.”

“They told me she was on morphine and I asked ‘Why is she on morphine?” They
said it was because of her breathing tube. It was the first time I realized she had

*... hard when they came home. I didn't know what to expect. They cried all
the time the first weeks.”

Sources of Relief from Parental Stress Related to the Infant’s Pain Experience.

Parents in this study predominantly discussed their infant’s pain experience in terms of

sources of stress. However, sources of relief from this stress were also readily described,

especially by the parents whose infants were recovering from acute illness or discharged.

Sources of relief from stress are defined as any situation or factor which alleviates

negative forces on the parenting experience in the NICU. Feelings related to sources of

relief were hope, joy, confidence, and expressions of positive self-esteem. The category

of sources of relief from stress include sources of support such as staff support,

involvement in parenting in the NICU, and other information resources.

Staff support. Parents reported that NICU nurses, home visiting nurses, and

infant development specialists were helpful in relieving parental feelings of stress related

to the infant's pain. Five parents stated that nurses in the NICU provided relief from

distress by giving early encouragement for participation in pain care, advocating for the

infant’s pain care with the doctors, and as a source of emotional support.

“You need to have someone to stand behind you initially and teach you about his
wires, etc. Then later you need to be left alone.”
“Nurses advocated for my baby's well being with the doctors...they saw when
something was different or wrong and told the doctors.”
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“I worried about the babies when I wasn't there...are they lonely? Are they in
pain? Are they crying? Are they getting enough cuddling? I relied on the nurses a
lot. ”

The comforting techniques and other behavioral interventions such as holding the

infant or offering a pacifier demonstrated by the developmental specialists in one of the

neonatal units provided parents with relief from distress related to the infant’s pain. They

were also viewed as a valuable source of information and emotional support.

“Carol showed me how to massage her■ the infant's] abdomen when she was
upset ...it seemed to help calm her down.”
“They didn't tell me about the eye exam...I went to the internet and got
information which I told Elizabeth. So she came in to see the exam and she was
surprised by it too. She had suggestions for strategies like swaddling and giving
the baby a dummy ■ pacifier■ to suck and that made all the difference. ”

Four parents in this study were surprised that they were more stressed by their

infant’s pain and discomfort at home than in the NICU. Home visiting nurses were

identified as a source of reassurance and support during the transition to home.

“She screamed for the first three weeks (after discharge). I got good follow-up
from the home visiting nurse and the family centre. She slept for only two hours a
day. I was grateful for the support.”
“She did a lot of throwing up after she went home and it worried me a lot. The
home visiting nurse was very helpful.”

Involvement in Parenting in the NICU. As parents were able to assume more

care, stress related to the inability to assume the parenting role decreased. Two mothers

described feelings of relief related to knowing their infant best and knowing how best to

reduce the infant’s pain.

“The sooner you are involved the better...I handled it better once I knew and was
part of the process. I felt much better, I could accept what was happening, there
was less trauma.”

“I felt I knew the babies best by two and a half to three weeks. When they went
into intermediate care I was able to tell the nurse I knew what was best.”
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“It freaked me out when he first turned blue...now I just turn up the oxygen. I
think it's the same when you see the baby in pain...you get more confident with
what to do.”

Other Information Resources. Parents identified the internet as a source of relief

from the stress related to their information needs about the management of infant pain.

Two parents discussed how helpful the internet was for finding support from other

parents with similar experiences in the NICU. Additionally, all parents who worked with

the developmental specialists mentioned that the written materials provided by them were

helpful in decreasing stress related to not knowing how to help the infant.

“I got answers from the internet about strategies to decrease the stress. ”
“I lived for the support I got from other parents on the internet. The trouble with
computer is that you can only use it at home, not in the hospital when you want to
be near your baby.”

Discussion

This study expands the understanding of parents’ experiences regarding

their infant’s pain in the NICU. In describing these experiences, two major themes were

generated: sources of stress and sources of relief from stress that contributed to the

parents’ perceptions of their infant’s pain.

Perceptions of the infant’s pain experience were greatly influenced by severity of

illness, with higher amounts of stress related to pain reflected in the comments of parents

whose infants’ illness or prematurity necessitated greater numbers of painful procedures.

In their conceptual model of parenting the preterm infant, Miles and Holditch-Davis

(1997) propose that parents’ perceptions are influenced by emotional distress resulting

from the loss of the normal parenting role, concerns about outcome, and the infant’s

severity of illness, treatment, and appearance. In our study, parents expressed concerns

in all of these areas.
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Loss of the normal parenting role appears to be the predominant cause of the

sources of stress regarding the infant’s pain experience described by the parents in this

study. Parents’ struggles with role alteration are manifested in every subcategory of both

the sources of stress and relief from stress. The findings of unmet parental needs to

protect and support the baby, feelings of loss of control and competition with nurses, and

mismatched perceptions with staff concur with findings previously documented in the

literature (Bass, 1991; Griffin, 1990; Griffin, Wishba, & Kavanaugh, 1998; Klaus &

Kennel, 2001; McNeil, 1992; Miles, Funk, & Carlson, 1993; Miles, Funk, & Kasper,

1992). The finding that staff can be both a source of stress and a source of relief from

stress has been also shown in prior research (Holditch-Davis & Miles, 2000; Miles,

Carlson & Funk,1993; Werceszczak, Miles, & Holditch-Davis, 1997). Future study is

needed to determine specific ways the staff can reduce stress for parents related to their

infant’s pain.

Watt-Watson, Evernden, & Lawson (1990) found that parents’ perceptions of

their child’s acute pain experience was influenced by their involvement with their child’s

pain care. In our study, parents’ perceptions of the infant’s pain care were negatively

influenced by differing views with staff regarding assessment and management of the

infant’s pain experience. The impact of these negative experiences on parental

perceptions is unclear and necessitates further research. Parent comments regarding

relief from stress related to increased involvement in the infant’s care indicate that

involvement in pain care may have a positive influence on parental perceptions in this

population as well.
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The positive impact of the developmental specialists in relieving pain related to

stress for four of the six mothers in one neonatal unit was an unexpected finding in this

study. The two mothers for whom there appeared to be no impact had little to no contact

with the developmental specialists. The other four mothers (one inpatient and three

outpatient) spoke spontaneously of how the developmental specialists helped them cope

with their infant's pain experience. These mothers were able to readily discuss the

management of their infant's pain and discomfort cues, and they also seemed to be more

comfortable about themselves as mothers. The mothers reported that the developmental

specialists provided both assurance and information, two of the highest ranked needs

among parents of infants in the NICU (Ward, 2001). More research is needed to

understand the impact of developmental specialists on the development of the parenting

role in this environment.

Parents’ were open and eager to talk about their experiences in the NICU, which

is indicative of the need for “debriefing”, as suggested by Miles & Holditch-Davis

(1997). Opportunities such as these are helpful to parents in understanding the impact of

their NICU experience on their relationship with their child and their transition to

parenting. It is unclear why two of the parents in our study were less eager to speak

about their experiences. The infant of one of these parents was in the NICU, and research

indicates these parents have concerns that discussing their experiences may negatively

impact the infant’s care (Werceszczak, Miles, & Holditch-Davis, 1997). Further study is

indicated to understand how opportunities for debriefing during and after the NICU

experience effects parents' perceptions of their infant’s pain care.

Implications for Practice and Research
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Applicability of the findings from this study to clinical practice is limited by a

small sample from two NICUs in the same locale. Despite these limitations, this study

offers important implications for heathcare providers. The findings of this and other

studies (Franck, Scurr, and Couture, 2001; Miles, Carlson, & Funk, 1996; Miles, Funk, &

Carlson, 1993; Miles, Funk, & Kasper, 1992; Wereszczak, Miles, & Holditch-Davis,

1997) indicate infant pain is a source of stress for parents in the NICU. Staff can

anticipate that parents may experience stress related to their infant’s pain. Parents do not

expect to see their infant have pain in the NICU and experiencing this is stressful.

Parents are particularly stressed about not being able to protect their infant from pain and

painful procedures. Further, many parents are stressed by unmet needs for assurance and

information about their infant’s pain care. NICU staff can be a source of relief from these

stressors by acknowledging and encouraging expression of parental concerns, providing

anticipatory guidance regarding infant responses to pain and pain management, and

showing compassionate care to infant and emotional support for parents. Staff should

also provide access to other sources of information and most importantly encourage and

support early involvement in care that increases over time.

Conclusion

This investigation regarding parents' perceptions of their infant's pain experience

while in the NICU has identified multiple sources of stress and relief from stress

associated with the infant's pain. These parental perceptions appear to have a potential

negative impact on the parenting role in the NICU. These findings require further

investigation on parental perceptions of the infant's pain experience while in the NICU.
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Table 1. Parent demographics

Subject Age Race/Ethnicity Education Employment
1 26 Bengali GCE A level | Office worker
2 × White × ×

3 x: White × >k

4 sk White >k >k

5 35 White University Housewife
degree

6 32 White University Self-employed
degree

7 36 White University Director
degree

8 42 White University Housewife
degree

9 43 Black- University Housewife
Caribbean degree

10 43 White GCSE-A-C Housewife

11 42 Black-African Foreign Skilled worker
12 32 White GCE “A” Public sector

Table 2. Infant characteristics

Infant | Weight Gest. Diagnoses Apgars | CRIB Score Pain meds
A 985 27 Preterm, RDS 2,8,9 06 N

B 2.98 39 CHD, anomalies 10,10 03 N

C × 36 6/7 IUGR, × 00 N

hypoglycemia
D 2.51 334/7 Preterm, R/O sepsis |9,10 00 paracetamol
E 1.1 27 Preterm 7,9 01 MSO4

F 1.32 32 Preterm, UTI, 7,8 x: N

urinary reflux
G 1.98 36 2/7 Preterm, SGA 9,10 >k N

H 700 25 Preterm, RDS sk sk MSO4
tracheal malacia

I 1.07 31 6/7 Heart, kidney issues | * 01 N
J × term Withdrawal sk >k Y

K xk 31 6/7 Preterm, VSD sk xk ×

L × 31 Preterm × >k xk

M × 31 Preterm × >k ×
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