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Expression of pain among Mi’kmaq children in one Atlantic
Canadian community: a qualitative study

Margot Latimer RN PhD, G. Allen Finley MD, Sharon Rudderham BA, Stephanie Inglis PhD,
Julie Francis BScN, Shelley Young BSc, Daphne Hutt-MacLeod MA

Background: First Nation children have the highest rates of pain-related conditions among Canadian children, yet there is little
research on how this population expresses its pain or how and whether the pain is successfully treated. The aim of this study was to
understand how Mi’kmagq children express pain and how others interpret it.

Methods: We conducted a qualitative ethnographic study in a large Canadian Mi’kmaq community using interviews and conversation
sessions. Participants included children and youth (n = 76), parents (n = 12) teachers (n = 7), elders (n = 6) and health care profes-
sionals (n = 13).

Results: Interpretive descriptive analysis was used and themes regarding pain expression, care seeking and pain management were
identified. Pain expression included stoicism and hiding behaviour, and, when pain was discussed, it was via storytelling and descrip-
tive language, such as similes. Participants reported feeling unheard, stereotyped and frustrated when they sought pain care. Frustra-
tion led to avoidance of seeking further care, perceptions of racism and repeat visits because of unsuccessful previous treatment. Par-
ticipants voiced concerns about the utility of the numeric and faces pain scales to describe pain meaningfully. Positive encounters
occurred when participants felt respected and heard.

Interpretation: Mi’lkmaq children are stoic and often hide their pain. Community members feel frustrated and discriminated against
when their pain is not identified, and conventional pain assessment tools may not be useful. If clinicians consider cultural context,
build trust and allow for additional time to assess pain via storytelling or word descriptions as well as a family-centred approach, better

pain care may occur.

boriginal people’s health, development and survival

may be compromised by our ability as clinicians to

provide relevant culturally safe pain care (cultural
safety is defined as a “framework for engagement with patients
so that patients can assert power and control over their own
health and well-being™). One in 5 Canadians aged 12-44 years
(3.6 million people) feels chronic pain, and the incidence is
highest among Aboriginal households and those with low edu-
cational attainment.” Although Canada ranks 3rd out of 177
countries on the Human Development Index, if only Canada’s
First Nations communities are considered, that ranking slips to
an appalling 68th place.” The 2012 First Nations Regional
Health Survey* showed that untreated pain profoundly inter-
feres with a child’s ability to achieve developmental milestones,
mental health, academic success and productivity.

The Constitution Act, 1982° defines Aboriginal as an inclu-
sive term referring to First Nations, Inuit and Méts people.
These 3 unique groups, who represent 4% of the Canadian
population, have distinct histories, languages, cultural prac-
tices and spiritual beliefs. In a recent comprehensive review of
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28 studies examining the epidemiology and management of
pain among United States, Alaskan and Canadian Aboriginal
peoples, only 5 included children or adolescents and only 1
took place in Canada.® Results show that Aboriginal children
have higher reported rates of dental pain,” juvenile rheuma-
toid arthritis pain,® headaches,” injury," musculoskeletal and
chest pain," yet these children are less likely to be treated for
pain.”” Much of what is known about pain care is derived
from study in Western settings and acculturation tests of the
findings are rarely provided.” The purpose of this study was
to understand how First Nation Mi’kmaq children and youth
express pain and how others interpret it.
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Setting and sample

"This study involved community members of the Mi’kmaq First
Nation, which is 1 of over 50 First Nations in Canada. This study
took place in a large Atlantic Canadian Mi’kmaq community",
one of the 31 Mi’kmaq First Nation communities in Mi’kma’ki,
the Mi’kmaq traditional territory. A convenience sample was
selected using a purposive method, in which we invited children
and youth from grades 1-12 and 4 adult groups (teachers, clini-
cians, parents and elders) to provide their perspectives. The num-
ber of Mi’kmaq community members participating was 114.

Design

For this qualitative investigation, we used a community-based
participatory action method, consisting of ethnographic tech-
niques" including interviews and focus group (conversation)
sessions. A collaborative relationship was established among
the clinical researchers, the health directorate and members of
the Mi’kmaq community. Community team members were
partners in the design and implementation of the study. The
protocol received approval from the IWK Health Centre’s
Research Ethics Board and a regional Mi’kmaq Ethics Com-
mittee at Cape Breton University.

Data collection and analysis

The conversation sessions included small groups of 4-6 chil-
dren, youth, parents, teachers or health care professionals; the
5 elders were interviewed individually. Children and youth
conversation sessions were organized by grade level with some
grade levels being combined into one group (e.g, grades 2 and
3). A community liaison person and nurse facilitated the inter-
views and group sessions along with the principal investigator
(M.L.) and co-investigator (S.L.).

Parents, teachers, clinicians, children and youth participated
in 2 semi-structured small group conversations, and 2 individual
interviews took place with each elder. Interviews and conversa-
tion sessions were held in the school, community centre and
elders’ homes. Sample questions are shown in Box 1. Collected
data included participant demographics, conversation sessions
(individual and group) and study investigators’ field notes.

We conducted 10 group conversation sessions and 5 indi-
vidual elder sessions twice over 8 months. The sessions with
children, parents, teachers and health professionals were pri-
marily in English; they were audiotaped, transcribed and any

Box 1: Sample of semi-structured interview questions

English Mi’kmaq

What does pain mean to you?  Talite’timo’q tan wen

kesinukwat kisna jile’k?

What does pain look like? If
you have had an earache or
toothache, or muscle pain,
how would you describe or
draw it?

Tan kesa’sik eksituawagn
kisna Kipit, kisna ketaqgasin, tali
aknutmuis?
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Mi’kmaq exchanges were translated into English for coding
purposes. The primarily Mi’kmaq conversations held with 5
elders (not audiotaped) were captured via detailed field obser-
vation notes immediately following the sessions.

Interpretive descriptive analysis” draws on various qualita-
tive methods such as phenomenology, grounded theory and
ethnography and assumes that the researcher will have some
theoretical, clinical and pattern recognition knowledge before
data collection.” To examine the data using both a clinical
and cultural lens, the principal investigator, the community
liaison person and a First Nations nurse research coordinator
used open coding and thematic analysis. Inter-rater reliability
between the 3 coders was greater than 90% for final themes.
Data themes emerged under the established categories of
pain expression, seeking care and management. Themes were
reviewed with the community research team and the elder
advisor. Credibility of the themes was gleaned iteratively
from transcribed data and the field notes and confirmed with
the participants at the second conversation sessions and elder
interviews.

Achieving data saturation is not an expected process or out-
come in the interpretive descriptive method; however, various
verification and rigorous techniques, such as concurrent data
collection and analysis, constant comparative analysis and itera-
tive analysis, were used.”® As a final validation for our project, we
aimed to achieve the expectations set by Thorne and col-
leagues,' that a rigorous piece of research should make sense of
clinical issues and consider the new understanding consistent
with that of the practice logic of an expert practitioner with
reflective critical reasoning and extensive pattern recognition.

Of the 114 community participants in this study, 76 were chil-
dren and youth: 39 in grades 1-6, 19 in grades 7-9 and 18 in
grades 9-12. The 38 adults included 7 teachers; 13 health care
professionals (i.e., physicians, nurses, psychologist), of whom 6
were Aboriginal; 12 parents of young children; and 6 elders.
One elder chose to withdraw for undisclosed personal reasons.

Pain experiences

The experiences of pain were categorized as medical or non-
medical. Medical pain included physical aches, such as earache,
dental pain, musculoskeletal pain, headache, abdominal pain,
and procedure-related pain from immunizations and venipunc-

Table 1: Self-reported pain experiences of Aboriginal
schoolchildren (n = 76)

Pain experience No. (%)
Earache 44 (58)
Muscle ache 43 (57)
Toothache 41 (54)
Missed school due to pain 40 (53)
Took pain medication regularly 53 (70)




ture. Nonmedical pain was the result of injuries from falls from
bunk beds, trees, bicycles (regular and dirt bikes), as well as
injuries from fights, abuse, self-injury and sports. Children self-
reported how often they felt common medical pain, missed
school because of pain and self-medicated for pain (Table 1).

Pain expression, interpretation and seeking care
Participants from all groups most commonly reported that
children and youth were stoic in their pain expression and
often hid their pain. Many participants said that youth “tough
it out” or are expected to “be brave,” the latter especially for
boys. Participants consistently reported that children and
youth might not cry or verbally express their pain to others.
Comments suggested that children are socialized to be stoic
by their parents, grandparents, aunts and uncles, and this was
consistent in the conceptualization and expression of pain
across all groups (Box 2).

Adult participants commented that children and youth dis-
play non-verbal pain cues via their eyes, tone of voice, gait and
general body movement, but they may avoid eye contact and
shy away from questions. Children in the lowest grades were
more comfortable expressing their pain, but older children
(after grades 4-5) said they did not want to show their pain so
as not to be perceived as weak. Many young participants 42 %
(n = 32) wanted their mother or father to speak for them and,

Box 2: Participants’ comments showing children’s stoic
response to pain made during individual interviews and
conversation sessions

P1: No, she just sat there. She just held it.

P2: | said, she don't cry for nothing. They said, oh don’t worry, all
kids cry. 'm like no, she don't cry for nothing ... when she’s in pain
she won't.

HCP1: A little girl ... | guess she was abused growing up. She hid
her pain.

HCP2: One little kid | work with, his mom was really concerned
because he wasn't talking ... responding at all. We sent him for
hearing tests. They said the blockage in his ear was really bad.
That's why he is not speaking. But he didn't feel the pain.

P3: My daughter has chronic pain in her pelvic area. She is a
competitive gymnast and refused to stop. Even her doctors told
her not to do it. She would go somewhere in her head when she
was doing it.

P4: For my kid, when she’s in pain she doesn’t complain. She tries
to pretend she is fine, to avoid going to the doctor. | have to really
read her body language because she does not want to go to the
doctors. She’s so scared, so she pretends she’s fine.

Y1: I just won't say anything to them, save it to myself.

HCP3: | think there is a tendency to wait too long. ... By the time
they get to you, it’s too late. | have people say they have been in
pain off and on for two and three months.

E1: We learned to take the hurt in resi [residential] school and
hide it. E’e [yeah] it hurt, we just didn’t show it.

E2: Our kids grow quiet and get withdrawn when they’re hurt.

Note: E = elder, HCP = health care professional, P = parent, Y = youth.
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clinicians suggested that some youth seek their parent’s per-
mission before answering.

Some participants said that children cope with pain by
swearing, shouting, becoming angry or laughing. Elders com-
mented that they were taught by their own parents to be
tough and learned as children to take the hurt inflicted in resi-
dential schools.

The notion of hurt as both a concept and a word emerged
in the findings. Verbal expressions of pain consisted of the
word “hurt” consistently in both English and Mi’kmagq, and, in
response to our question, “What does pain mean to you?” par-
ticipants would reply, “a feeling of hurt” or “it just hurts.”
Many derivatives of the Mi’kmaq word kesa’si (meaning “I'm
hurting”) were noted in the transcripts (Box 3).

Pain was often expressed by telling a story including elabo-
rate event details that caused the hurt. Community partici-
pants said that they convey their pain via stories and our data
suggest that descriptive sentences using similes are a common
pain communication strategy (Box 4). One elder noted, “The
more pain, the more story.” They also reported having diffi-
culty describing their pain in the words expected and connect
this with health care professionals’ negative responses when
they seek care (Box 4).

Some participants believed health care professionals
stereotype them as alcohol and drug users even before the
pain assessment, and they often viewed longer wait times for
care as discrimination. Negative experiences were described in
relation to subsequent delays in seeking future treatment,
repeat trips for care because they did not feel heard or were
unable to convey their pain the first time and overwhelming
feelings of frustration and even anger (Box 5). Both commu-
nity and clinician participants suggested that gold-standard
measures, such as numeric pain rating and faces pain scales,
were not effective in conveying or interpreting pain (Box 6),
and clinicians commented that it was harder to get a history
from a Mi’kmaq child than a non-native child.

Most positive encounters were described as occurring at
the community health centre or in palliative care. Community
clinicians offered the following advice to those conducting a
pain assessment: show respect, allow more time to respond to
questions and listen to the patient’s event story. Some clini-
cians greet patients in the Mi’kmaq language to build trust
and respect, and both clinicians and participants commented
that this strengthens relationships. Box 7 contains a sample of
comments from clinicians about how Aboriginal patients
respond when asked about pain.

Box 3: Mi’kmaq translation for derivatives of the word hurt
English Mi’kmagq
I’'m hurting Kesa’si
It hurts Kesitesk
Kesi’k
Sore, aching Kejunkwun
Ow, ouch Yiya (among younger children)
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Pain management

Self-management was the most common strategy described
by community members for treating their pain, and it
included both pharmacologic and nonpharmacologic tech-
niques. Young participants said that they regularly took pain
medication (z = 53 [70%]) although some were unclear about
proper doses. The most common nonpharmacologic self-
management strategies included distraction (video games and
television), applying heat or cold, humour or traditional prac-
tices such as smudging (Box 8). (Smudging involves burning
sweet grass or sage to clear the air of negativity.) Self-manage-
ment was common and seemed to be linked with perceptions
of self-reliance as well as frustration, low expectations and lack
of trust in the primary care system.

In this study, community participants said that Mi’kmaq chil-
dren are taught to be stoic when in pain. When they seek care,
they show muted pain behaviour and communication mecha-
nisms not consistent with standard assessment tools. Partici-
pants described their pain experiences using stories, and sto-
icism was evident as a main theme. Frustrating health care

Box 4: Ways community members described their pain and
their perceptions of clinicians’ responses during individual
interviews and conversation sessions

Can describe pain based on cultural communication mechanisms
E3: We paint a picture.

E1: We're storytellers, describe in detail and then they don't
believe us.

E4: If somebody tells you how to make a pie and gives you bits

and pieces, you have to put it together yourself. | mean, you say,
oh okay | see where that pie came from. So you have to give all
these different symptoms. You have to.

P4: Feels like someone is stabbing me from the inside.
P5: Feels like a heart attack.
Cannot describe pain based on Western expectations

E3: Many don’t know the proper terminology to explain what’s
wrong with them.

P8: It's hard for us to communicate.
P3: Can't describe in words what we feel — it just hurts.
E2: But sometimes, you can't explain the pain, you can't.
Perceptions of clinician’s response

E2: A lot of people get sent home and then they end up in
[tertiary] hospital because they didn’t believe them over there.

P9: They don't listen to us. They are racist.
P10: They may be listening but they are not hearing.

E1: He didn't even touch her back or try to visualize the pain.
Wouldn't listen to her.

Note: E = elder, P = parent.

experiences, interpreted as discrimination, resulted when they
attempted to seek help for their pain. Untreated pain resulted
in missed school and pain self~-management.

Our findings are consistent with results from other studies
involving indigenous people. However, given the absence of
rigorous Canadian-based evidence regarding Aboriginal peo-
ple’s expression of pain, we rely on work with people exposed
to similar historical and cultural conditions in other countries.
For example, Australian Aboriginal people display stoicism
and silence when in pain in an effort to remain reserved and
to be respected in their culture.”

Efforts to colonize Aboriginal people’s lands and, specifically,
coping mechanisms developed in response to abuse experienced
during the residential school era may explain pain suppression
behaviour. Elder participants in our study spoke of the residen-
tial school experience and learning to suppress their pain
response. According to the Legacy of Hope Foundation,” an
estimated 180 000 Aboriginal children were placed in residential
schools between 1930 and 1996. Many of these children were
physically, sexually, emotionally and spiritually abused, and an
estimated 80 000 people alive today were subjected to forced
assimilation efforts. The lingering impact of the abuse in these
schools, coupled with an oral, storytelling culture, may influence
culturally learned pain expression and health-seeking behaviour.

In studies involving Native Americans, participants often
reported pain only when it was severe and used vague descrip-
tions, such as “ache.””” In our study, although the researchers
asked about “pain,” the respondents replied using words related

Box 5: Comments on their perceptions of health care
discrimination made by community members and youth
during individual interviews and conversation sessions

P2: My daughter ... she was just sitting there quiet. She'll tell me if
she’s sore, but she was just holding it in. Then she said, “l want to
see a doctor mom,” and it took four or five hours before we saw
the doctor, and we finally went in they stitched it up. And there
was like 50 people that came through and were gone two hours
later and they kept passing us.

P1: Sometimes you have to scream or make a huge deal in order
to be seen.

P2: So | went to the register person and | said if you don’t see my
daughter now, I’'m going to call the cops. | said look at my
daughter’s finger. | took the bandage off and they seen the gash.
And she said Oh my God, and | said yeah! | told you that first
time. They took her in right away.

P7: They looked at me, do you smoke? | said nope, because |
had quit smoking at that time.

E1: My family doctor told me one day, are you drinking? | told em,
I never drink. | never touch the liquor myself. She never asked me
again if | was drinking.

E3: There’s a student up there, remember [name withheld], she
fell ah and she went to the hospital and they sent her back home.
And she died the next day.

Y2: At the hospital it took me 8 hours just to check my collar bone.
A lot of people kept going in even though | got there before them.

Note: E = elder, P = parent, Y = youth.
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to “hurt.” There is no word for pain in the Mi’kmaq language,
but there is for the word hurt (kesas7). Although pain is a univer-
sal concept, language and cultural factors could affect the com-
munication and interpretation of pain and, consequently, clini-
cian assessment. This study advances our understanding of how
pain is conceptualized and expressed and is a guide to how we
should expect to receive information about pain from Mi’kmagq
people, including from an oral, storytelling perspective.

Historically, Aboriginal people have a strong oral history:
values, beliefs and complex ideas are expressed by way of sto-
ries.” The purpose of the storytelling is to draw listeners into
the experience of the event, allowing them to come to their
own conclusions concerning the degree of pain.” Commu-
nity-based clinician participants recommended connecting on
a cultural level by greeting patients in Mi’kmaq and making
time to listen to the pain experience.

Clinicians said children were shy, avoided eye contact (pos-
sibly out of respect) and wanted a parent or guardian to
answer their pain questions. In comparison, Australian indige-
nous people rely on relatives to report suffering and changes
in character or behaviour of other family members to clini-
cians.” Evidence suggests that a lower pain level is perceived
among people of races different from the person doing the
assessment,” resulting in poorer treatment.”* The Canadian
Hospital Accreditation Guidelines require that a child receive
a pain assessment using “validated” tools on hospital admis-
sion and in association with every painful procedure.” West-
ern-trained health clinicians are taught to determine first the
location, intensity and quality of the pain using standard vali-
dated self-reporting tools and to observe body and behav-
ioural cues.”” The notion of overt pain behaviour, such as
crying and facial grimace, promoted in Western culture may
not be appropriate indicators of pain in Aboriginal children
and youth. Reliance on self-reporting assumes that the
reporter is comfortable or has a language to describe his or

Box 6: Remarks on the use of pain scales made by health
care professionals and parents during conversation sessions

HCP1: | do ask people to rate their pain, but then again | take it
with a grain of salt what they give me back.

HCP2: | don’t use any valid way. | think the 1 to 10 scale is
ridiculous.

HCP3: | don't think there is any way to objectify. It's a subjective
interpretation. The scale might work if you are in the middle of treating
someone you know it was a 5, now it’s a 6. | might buy into that, but to
just walk in and say my pain is a 9/10, that means nothing to me.

HCP4: | see tons of people who say their pain is 9/10 and they
are carrying on their activities.

P2: Frig, | don't really tell them that it's a 10, because | don’t know
how to compare it to if someone else is more hurt than me? |
usually say uh, it's a 5?

P5: Because that’s what they ask me what does it feel like from 1 to
10, and isn't it what everyone’s opinion on what it is from 1 to 10?

P7:Yeah | usually say 8 or 9 usually. It doesn't really make sense.

Note: HCP = health care professional, P = parent.

OPEN

her pain similar to Western-held values. Better pain assess-
ment and treatment may occur if clinician knowledge
reflected cultural experiences.

Limitations
The study was conducted in only 1 rural Mi’kmaq commu-
nity, and the results may not represent the perceptions of

Box 7: Comments made by health care professionals during
conversation sessions on how Aboriginal patients respond
when asked about their pain

HCP1: They kind of turn away. Like for children anyways, there is
a kind of shyness. They don't want anyone to be near them.

HCP2: | find they look more to their family member to discuss it.
HCP3: They defer, not just kids | find.

HCP4: If there is someone else in the room, they always defer.
Young adults who can clearly tell you how they are feeling just go
mute and won’t answer your questions.

HCP3: | do find Native kids a little more stoic, they won't tell you
anything.

HCP5: | still think you have to look for the crying, grimacing,
holding a body part.

HCP1: It's like they look to ask permission too [from family
members]. Before they say anything to you.

HCP®6: | don't know if it is a respect thing or what it is.

HCP7: Some come right out and blurb whatever, then others don’t
want to say

HCP3: Compared to non-Native kids, | find it's a lot tougher to get
a history of any sort from a child here.

HCP8: | bust out my Mi’lkmagq and talk to them. | even try and say
Now listen kid, we are going to talk. And you ask the parents to
ask the child to talk. And it’s almost like the parents don't want
that. They want to do it.

Note: HCP = health care professional.

Box 8: Strategies for pain self-management described by
youth during conversation sessions

Y1: It's all in your mind. Pain is always in your mind. You can get

rid of it like nothing. You just think pain is not really there. You just
think about something else and forget about the pain eventually.

The pain will just disappear.

Y2: This is what my grandma used to do. Like let’s say you felt a
sharp pain on your thumb ... . She will pinch you somewhere else
and she will make you think about that pain instead. And then
usually the pain in your hand will usually disappear.

Y3: Whenever | get a needle my dad will squeeze my hand.

Y4: Sometimes when | feel pain what my mom does to us. She
makes us sage ourselves every couple hours and stuff, and
usually the pain will go away faster.

Y5: My brother smudges his room every day. He said it gets away all
the spirits ... all that stuff. But he said it like gets rid of all emotional
pain he is feeling or anything, so he does that every night. Whenever |
am hurt he will come in my room and smudge me before | go to bed.

Note:Y = youth.
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other First Nations people or those who live in urban settings.
The self-selected participants may have had more negative
experiences when seeking treatment than those who did not
participate, which may have influenced their responses. The
data-gathering approach involved open-ended questions
related to pain expression and experience. Most data were col-
lected during group sessions, and participants may not have
shared as much information as they would have in individual
sessions. The elders’ sessions were not audiotaped; thus, some
content may have been missed in field notes after the sessions.

Aboriginal children represent the fastest growing group of
Canadian children and have the highest rates of pain condi-
tions, which likely interfere with their development and acade-
mic achievement. Therefore, there is an urgent need to im-
prove the health encounter experience of Aboriginal children.
For the Mi’kmaq children in our study, we learned that pain
interferes with their school attendance. Cultural beliefs and his-
torical events may have influenced children’s stoicism, which
may result in muted pain expression. When pain is expressed, it
is often through stories. The Mi’kmaq language has no word
for “pain” but does for the more encompassing word “hurt,”
and this may be a better assessment term. Seeking treatment for
pain has often been frustrating for community members,
because they do not feel that their concerns are heard in the
way they express themselves. Conventional mechanisms for
pain assessment are thought to have little value in communicat-
ing and assessing pain. A culturally safe approach to pain care
may include respect for oral traditions and less reliance on con-
ventional pain scales. Additional research to examine cultural
beliefs, behaviour and expression surrounding pain and the util-
ity of established pain scales in this population is warranted.
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