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Family attitudes about and experiences with medical
cannabis in children with cancer or epilepsy: an exploratory
qualitative study

Marissa Gibbard BSc, Dawn Mount BA ECE, Shahrad R. Rassekh MD MHSc, Harold (Hal) Siden MD MHSc

Background: Cannabis is legal for recreational and medical use in Canada. Our aim was to explore family experiences using medi-
cal cannabis for children with severe conditions in the context of legalization.

Methods: We conducted a qualitative study using semistructured interviews between April and July 2019. Participants were parents
of children attending BC Children’s Hospital oncology or palliative care clinics, recruited through posters, emails or referral. Partici-
pants were included if they spoke English and their child used any type of cannabis for medical purposes. Interviews included open-
ended questions about the child’s cannabis use. Interviews were recorded and transcribed, and thematic analysis was performed
using qualitative description.

Results: Ten interviews were completed with 9 mothers and 1 mother—father pair. The age range of the children was 22 months to
16 years. The primary reasons for cannabis use were epilepsy (6 children) or chemotherapy management (4 children). Five major
themes were identified. 1) Child and family context, and cannabis as a last resort: children were seen as severely ill; parents sought
cannabis out of desperation and responsibility to their child. 2) Varied information sources informed decision-making: parents lacked
resources from health care providers and sought support from social media, industry and other families. 3) Cannabis as an ambigu-
ous medicine: cannabis was viewed as both a serious drug that doctors should prescribe and as a natural alternative health product,
safe to pursue alone. 4) Perceived effects: parents perceived medical benefits with few concerns about adverse effects. 5) Legal and
financial challenges: parents were willing to obtain cannabis despite high costs and uncertain legality.

Interpretation: Parents of children with severe conditions pursued medical cannabis despite obstacles and needed unbiased infor-
mation to access alone. Scientific investigation is needed to develop pediatric medical guidelines to inform decisions.

ediatric use of medical cannabis entered widespread

public consciousness in 2013, when the CNN televi-

sion network aired Weed, a documentary highlighting
its therapeutic benefits in children with severe epilepsy.' Since
then, pediatric medical cannabis has continued to gain societal
and scientific attention.”” Cannabis contains 2 main cannabi-
noids with proposed medicinal effects: cannabidiol (CBD) and
delta-9-tetrahydrocannabinol (THC).® Cannabidiol reduces
seizure frequency and duration in children with treatment-
resistant epilepsy,’ specifically Dravet syndrome;*!* THC is
known to have antiemetic, appetite-stimulant and analgesic
effects useful in cancer treatment.!""'* We use the term medical
cannabis for any combination of CBD and THC.

In 2018, Canada became the second nation to legalize
cannabis for both recreational and medical use. Products
under pharmaceutical regulations (Controlled Drugs and Sub-
stances Act [S.C 1996, c. 19]) are available via prescription as
semisynthetic drugs'® or highly purified plant-derived
drugs.”” Nonpharmaceutical, standardized cannabis extracts
are available with medical authorization from more than 150
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licensed producers, (Cannabis Act [S.C. 2018, c. 16]). Addi-
tionally, adults may obtain cannabis intended for recreational
use, without medical authorization, from retail stores, called
dispensaries, or black market sources.'"®” Provenance of can-
nabis from dispensaries is often unknown. Cannabis can also
be grown at home.

There is a lack of robust evidence to guide cannabis prac-
tices across pediatric medical disciplines.>**?! The Canadian
Paediatric Society does not support its use, except on a care-
fully considered, case-by-case basis, citing limited evidence
and potential harms.? Thus, in Canada, use of medical canna-
bis is most known in children with severe conditions. Few
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studies have explored family attitudes about or experiences
with pediatric medical cannabis;*?>?* most have focused on
treatment types and parent-reported outcomes.’*?® Data are
lacking on family experiences in Canada. In this qualitative
study, our objective was to explore family experiences using
medical cannabis for children with severe conditions in Can-
ada, to set the stage for further research.

Study design and setting

Our qualitative study design used semistructured interviews,
which were conducted between April and July 2019 at the BC
Children’s Hospital Oncology Clinic and the Canuck Place
Children’s Hospice in Vancouver, British Columbia. Pallia-
tive care, in which incidence of epilepsy is high, and oncology
were chosen to represent areas of known pediatric cannabis
use.*!! This offered varied clinic experiences while represent-
ing patients of comparable condition severity.

Participants

Participants were parents of patients (age < 18 yr) who cur-
rently or previously used any form of cannabis for medical
purposes. We defined medical purposes as a primary intention
to improve any aspect of the child’s medical condition. Par-
ticipants were excluded if they did not speak English or if
their child had not used medical cannabis.

Participants were recruited between April and July 2019,
through advertisements on posters and e-newsletters at par-
ticipating clinics, or by referral from a clinician. Interested
families were asked to contact the lead researcher (M.G.) for
more information and for eligibility screening. Informed con-
sent was obtained before participation. We chose our sample
size in consultation with qualitative experts to gather informa-
tion from a variety of families, and based on study team recog-
nition of the small number of cannabis users at the study sites
and sensitivity of subject matter.

Data collection

An interview guide (Appendix 1, available at www.cmajopen.ca/
content/9/2/E563/suppl/DC1), developed by the study team
(H.S. and S.R.R.), outlined open-ended questions regarding the
child’s cannabis use. Questions were chosen to capture topics
lacking evidence, based on a scoping review completed by our
team (S.R.R. and H.S.).” A librarian working with the team
conducted the MEDLINE search for experiences, attitudes and
opinions of caregivers for pediatric patients using medical can-
nabis. The search found very limited data.>*%%

Interviews were conducted in person (private offices) or by
phone, by female researchers (M.G. or D.M.) with no prior
relationship to participants. Interviewers had previous quali-
tative interview experience or training. The interviewer doc-
umented observations (e.g., participant crying) and audio-
recorded interviews. Participants were interviewed once;
recruitment continued until reaching the predetermined
sample size of 10 participants. No participants withdrew from
the study.
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Data analysis

Interviews were transcribed, deidentified and added to NVivo
12 software for analysis (M.G.).?? Thematic analysis was per-
formed iteratively during data collection, using a qualitative
descriptive approach.’® Qualitative description was used to
focus on formally describing informational content of the
interviews, given the limited scientific exploration in this area.
One researcher (M.G.) and an assistant independently coded
interview content into categories that arose from the data,
without predetermined themes. Categories were organized
into themes to describe salient experiences across participants
and highlight areas for future investigation. Subthemes were
developed to exemplify categories for interpreting overarch-
ing themes. Analyses were compared, discrepancies discussed
with H.S., and themes reorganized as consensus was reached
by M.G. and the assistant. Final analyses were performed on
the entire data set with an additional interpretive step. H.S.
reviewed 2 interviews independently to confirm categories,
and overarching themes were restructured with reorganiza-
tion of subtheme categories to convey richer description of

experiences (M.G.).

Ethics approval

This study was approved by the University of British
Columbia Children’s and Women’s Research Ethics Board
(H18-01112).

We conducted 10 interviews (9 mothers and 1 mother—father
pair). The interviews lasted 1 hour each. Parent and patient
characteristics are described in Table 1. Management of epi-
lepsy, cancer pain or chemotherapy adverse effects (nausea
and appetite) were primary reasons for cannabis use. Other
reasons included treating anxiety and reducing other medica-
tions. Two parents of children with cancer also hoped for
antitumour effects. Product sources and types are described in
Table 2. Products included edible oils with varied cannabi-
noid concentrations, nasal spray and dried cannabis for smok-
ing. Duration of use ranged from 2 weeks to 4 years.

Family experiences

Parents reported obstacles to accessing medical cannabis, and
reflected on decision-making, perceived effects and chal-
lenges. We identified 5 overarching themes and 10 subthemes
(Table 3) across interviews.

Child and family context, and cannabis as a last
resort

This theme included reasons for cannabis use based on diag-
nosis severity (subtheme: child’s condition and severity).
Children were perceived as being severely ill, so trying non-
standard treatments was considered warranted. Children
took multiple medications or treatments in addition to can-
nabis, such as undergoing chemotherapy for a second cancer
relapse. The child’s medical context highlighted urgency
of family circumstances; parents sought cannabis “out of



Table 1: Patient and participant (parent) characteristics

Characteristic No.*
Patient sex

Female 5

Male 5
Patient age

Mean + SD, yr 9.4+49

Range 22moto 16 yr

Patient medical condition
Cancer
Neurologic/neurogenetic
Primary reason for patient cannabis use

Chemotherapy adverse effects

Epilepsy

Participating parent
Mother 9
Mother—father pair 1

Note: SD = standard deviation.
*Unless stated otherwise.

desperation” when traditional medications were not as effec-
tive as desired.

This theme also included parents’ perceptions of social
pressures and willingness to overlook stigma to help their
child when nothing else was working (subtheme: social accep-
tance v. stigma). Parents described pressure both to use and
not use cannabis. However, outside pressures did not affect
their decision-making, given the severity of circumstances.
They described ignoring external influences to do what was
best for their child. Pressure not to pursue cannabis from
unsupportive doctors was not a deterrent; parents turned to
community sources or switched doctors. Within their com-
munities, most families reported social acceptance, with pres-
sure to use medical cannabis, and were advocates themselves.

Because of the severity of the child’s condition, families
used cannabis as a last resort, as evidenced by their willingness
to overlook pressures. This conveyed a sense of parental love
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(subtheme: parental love and responsibility), as parents
described the responsibility to try anything to improve their
child’s quality of life, despite consequences. Before legaliza-
tion, one mother had visited multiple health care providers
over many months in hope of finding someone willing to
authorize use, ultimately accepting legal risks to access prod-
ucts on her own from outside of Canada.

Varied information sources informed decision-
making

This theme encompassed the myriad informational sources
that parents relied on. Parents received information about
medical benefits, product types and practicalities through
some health care providers and many informal sources
(friends, family, media, online advocacy groups and dispensary
employees) (subtheme: suppliers and advocates; subtheme:
communication with health care providers).

Despite reporting a mass of information online, parents de-
scribed a substantial lack of trusted medical information, espe-
cially if health care providers were unsupportive (subtheme:
lack of reliable information). Given the lack of resources, par-
ents had difficulty deciding on cannabis sources. To obtain
cannabis for children legally, parents needed doctors to pro-
vide authorization for licensed producers. However, parents
indicated that local or online dispensaries offered easy access;
they could discuss needs with staff and make purchases with
few roadblocks. In the absence of other information, trust in
product contents and consistency, along with prices and repu-
tation, were crucial when choosing suppliers.

Parents had to rely on themselves as experts on cannabis
treatments (subtheme: practicalities and parent expertise).
Usual information sources, such as physicians or nurses, typi-
cally could not provide guidance. Parents conveyed precise
details about contents of products, even when using unregu-
lated products. They described changing cannabis dose over
time, and navigated practicalities of administration for their
child’s individual needs, such as finding vehicles to administer
cannabis by gastrostomy tube.

Lack of scientific evidence was a substantial barrier when
searching for reliable information (subtheme: need for
research). Parents felt they were experimenting with cannabis
treatments. They needed to learn through trial and error, and
their own observations because of an understanding that

Table 2: Source and type of cannabis products

No. of participants

Source Product type* n=10

Community dispensary or online Nonstandardized productst (no medical 3
authorization needed)

Licensed medical producer Nonpharmaceutical, standardized extracts 5
(licensed products requiring medical authorization)

Both community dispensary and medical producer Both nonstandardized and licensed products 2

*Categorization based on Pawliuk et al.”

TRefers to homemade or store-bought products that have not been licensed for medical use, often intended for recreational use.
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Table 3: Themes and subthemes from interviews

Theme Subtheme Direct quotations that convey themes
Child and Children’s “Cannabis is the lesser of two evils” (M9)
family conte_xt, condl'_uon and “[We were] desperate to try and help our child ... there is no cure for what he has.” (M5)
and cannabis severity
as a last ‘As a parent of a child with a terminal iliness, we are more focused on the quality of life. ... Sometimes
resort | felt like our daughter was going to die if we didn’t do something about the seizure stuff.” (M8)
Social “Outside opinions and voices don't really influence my decision ... we are going to do it whether it is
acceptance v. legal or not, whether they like it or not.” (F5)
stigma “I wouldn't tell [my daughter’s] grandma, because Grandma would say these are ‘bad drugs!’ ... If this
drug can help, why not [use it].” (M2)
“Even though my daughter is only 5 years old, | want to empower her. | know there is nothing wrong
with [using medical cannabis] ... | am really open about it” (M1)
Parental love and  “l am going to do whatever | have to do to make sure that my child is living a happy life.” (M6)
responsibility “What do we have to lose? ... We can only get better.” (M7)
Varied Suppliers and ‘All of the information | get from my friends, from Facebook sometimes.” (M2)
information advocates “I told [dispensary owner] what the problem was and he said what we should do and [my child’s]
_sc;urcesd starting dose. He wrote it all down like a prescription so | would be clear on it because it can be a
informe little overwhelming.” (M3)
decision-
making Communication “I know the doctor doesn'’t like us to give it to our daughter.” (M2)
with ‘Zealth care “[Our doctor] can't really describe cannabis right now because of the situation with the government,
providers but he is very open minded ... he has been monitoring her and | always let him know that this is
what | am doing.” (M4)
Lack of reliable “If your doctor is not open to talk about it, then your next line of research is the Internet. ... Being
information able to decipher biased and unbiased opinions running through parent forums ... is really hard.” (M7)
“If doctors could say, ‘okay, go to this link’ and they have accurate or resourceful information for you
to read about cannabis, that would be helpful for parents.” (M1)
Practicalities and “[The product] is 97% CBD and 3% THC.” (M10)
parent expertise “We administer it via G-tube and we have ... a really fatty substance that we can flush it with.
Apparently the CBD oil needs fat in order to work best.” (M6)
Need for “I was trying to figure out a dosage and | was being told mixed messages. ... | think | am giving her
research enough, but | don’t know. ... It would be nice if they could actually do some sort of research where
they can see that her body is changing by using it” (M4)
“It all really comes down to the lack of research that there is. If you have actual proper research
done, then a reasonable doctor can be convinced that [authorizing cannabis use] is okay.” (M7)
Cannabis as “It's not even a medication! It’s like oil! It’s like getting omega-3. ... Just like any other drug, it can
an ambiguous work for some ... it should be one of the medications that [doctors] recommend.” (M10)
medicine “Cannabis is just more natural.” (M1)
“Our son is very complex. ... He needs real drugs [referring to cannabis].” (F5)
Perceived “We were having 50—80 [seizures] a day, and on the cannabis we were ... down to 1 a week.” (M6)
effects “His mood has greatly improved when | give oil to him. His appetite is improved; his nausea is better”
(M3)
“My son is already high on all this pharmaceutical shit he has been on, so for me, [adverse effects of
cannabis] don't really make a difference.” (M10)
Legal and Uncertain “[My child’s cannabis use] is legal-ish, | think. [Doctors] weren't supposed to give [cannabis
financial regulations authorization] to us, but they did anyways.” (M8)
challenges | guess the good thing is we can get the product legally, right? ... | guess the next step is ...
somebody has to advocate for getting it covered [by insurance].” (M9)
Costs “I am a single mom and it's a huge bill at the end of the month, but | do it because it's saving my

kid’s life. ... Maybe if it was regulated like a pharmaceutical, | would be able to get it covered and it
would take a huge stress off of me.” (M4)

“It is costing us $318 a month ... we would really like to double the dose but that would be about
$650.” (M9)

Note: CBD = cannabidiol, G-tube = gastrostomy tube, THC = delta-9-tetrahydrocannabinol.
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cannabis may not work for everyone. Parents identified a lack
of “empiricism” and hoped for more research to inform dos-
ing and safety.

Cannabis as an ambiguous medicine

Cannabis was special in that parents viewed it simultaneously
as a drug and as an alternative health product. This ambiguity
emerged across all interviews. Parents wanted cannabis to be
seen as equivalent to the regulated pharmaceuticals their chil-
dren used, and wished their health care providers would offer
it as a treatment option. Some parents equated medical canna-
bis and standard medical treatments, emphasizing that adverse
effects of pharmaceuticals were worse than those of cannabis.
Yet, at the same time, families described cannabis as distinct
from standard medications, preferring to manage treatments
with “more natural” options. Cannabis was an alternative nat-
ural health product, but one that still should be offered and
prescribed as a standard treatment.

Perceived effects
Parents described effects and concerns about their child’s can-
nabis use. Two families of children with epilepsy saw no
changes despite increasing the dose or switching suppliers.
Eight parents noted beneficial effects. Some saw dramatic
changes, such as substantial daily reductions in seizures on ini-
tiation of cannabis therapies. Others saw improvements but
were unsure how much to attribute to cannabis. Most parents
described the ability to reduce use of other medications as an
important benefit of cannabis. Families of children with cancer
were unsure whether cannabis had been effective at reducing
tumours, but noted improvements in nausea, pain and appetite.
Five families observed undesired effects, such as fatigue,
drowsiness or mild intoxication, but few reported concerns
about long- or short-term adverse effects. Adverse effects of
cannabis were considered insignificant compared with those
of pharmaceuticals or chemotherapy; most parents were
entirely unconcerned. Two parents of children with cancer
had considered long-term effects on brain development, but
concerns were minor given the uncertainty of the disease.

Legal and financial challenges

Parents described navigating a complex legal environment
and financial stress of obtaining cannabis. Challenges primar-
ily related to regulatory concerns that parents felt ultimately
limited insurance coverage.

Families lacked a clear process to access medical cannabis
legally and felt their child’s cannabis use was in a legal “grey
area” (subtheme: uncertain regulations). A mother worried
substantially about the potential for laws to change if govern-
ments changed. Those who obtained cannabis from outside of
Canada were concerned about the risk of incarceration, and
others worried about online shipments being intercepted at
the post office. Inability to travel outside of Canada with their
child’s medication was another major concern, because it
restricted family life.

The amount of money that parents spent on medical can-
nabis varied based on product and dosing schedule (subtheme:
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costs), but cost was an important challenge for all families. No
insurance providers covered cannabis treatments for children,
regardless of source; families paid out of pocket, with costs
ranging from $150 to more than $500 per month. Lack of
clear regulations and evidence for medical efficacy were con-
sidered barriers to insurance coverage. Two mothers wished
they could increase the dose to align with suggestions from
health care providers, but costs were prohibitive. Families also
expressed frustration that authorized products were taxed like
recreational products and found it more affordable to obtain
cannabis illegally.

Our study describes family experiences with medical cannabis
for children with severe conditions; our aim was to begin
uncovering family practices and attitudes around pediatric
medical cannabis. The Canadian context adds a special per-
spective, as medical and recreational cannabis are legal nation-
wide, and there are a variety of legal and illegal avenues to
access cannabis.

Parents identified substantial challenges, including a lack
of reliable information, costs and access to licensed medical
products. Importantly, our participants used cannabis in the
context of a poorly regulated market, in which industry
claims and advertising were widely available without substan-
tiating evidence. Physicians’ personal beliefs were another
hurdle that families had to navigate alone. These challenges
contrasted with strong feelings of hope or praise for products
and effects. Willingness to overcome challenges demon-
strated the importance of cannabis as a treatment option and
reflected parents’ sense of responsibility to help their chil-
dren. Parental desire for health care providers to offer canna-
bis, alongside their willingness to use it without medical
guidance, demonstrated the unique category of medical can-
nabis: a serious medication that doctors should prescribe, yet
still a safe alternative to pursue on one’s own.’ Despite these
conflicting views, parents were disappointed when providers
refused to authorize use.

Studies of health care provider perspectives have reported
concerns about physical and mental adverse effects of medi-
cal cannabis,’=** but our participants reported few of these
concerns. Condition severity likely influenced lack of con-
cern, as children of participants had lifelong or terminal
conditions. Yet, participants spoke openly about trade-offs
when accessing legal or illegal sources. Illegal sources were
cheaper and easier to access than legal products but were less
trustworthy, likely because they are not subject to rigorous
quality and labelling standards for licensed products in Can-
ada.’* Others have identified similar parental concerns when
accessing cannabis.»?3?4

Our findings suggest that some parents will pursue med-
ical cannabis treatments for children despite obstacles, and
indicate the need for reliable, unbiased sources of informa-
tion for parents to access. Resources should reflect the
Canadian context of varied product sources and qualities,
and highlight the potential competing interest of cannabis
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providers. The abundance of conflicting online informa-
tion about pediatric medical cannabis’ is a result of lim-
ited scientific evidence on efficacy and current practices.
As such, our findings underscore the need for evidence to
inform pediatric guidelines on safety, dosing and products
for medical cannabis. Many others have reported similar
needs for accurate efficacy, dosing and safety informa-
tion.»11:20222835 Robust pharmacologic, clinical and epide-
miologic research in these areas will directly address the
challenges families identified, and should be a priority of
medical and scientific communities.

Limitations

The small sample from 2 distinct patient groups (epilepsy
and cancer) may limit the generalizability of our findings, and
differences between groups may not have fully emerged.
Selection bias could be another limitation; families who did
not feel stigmatized might have been more likely to partici-
pate. Furthermore, recall bias may be a limitation due to reli-
ance on self-reporting. We did not speak to children directly,
and, notably, we did not speak to adolescents who used can-
nabis recreationally; this should be a separate project. Reli-
ance on parent reports cannot reflect the patient’s own expe-
riences and is therefore limiting. We did not explore parental
use of cannabis, and this may be a factor in acceptance; it will
be explored in future studies. The requirement to speak Eng-
lish may have limited the participation of immigrant families.
We did not pilot the interview guide with families before
beginning data collection and we did not achieve data satura-
tion given predetermined sample size, so questions may not
capture the entire range of experiences of participants. We
did not return transcripts to participants for checking accu-
racy before analysis so results are limited to the research
team’s interpretation.

Conclusion

Parents pursued medical cannabis for children with severe
conditions despite obstacles and needed unbiased information
to inform decision-making. This study is a first step to inform
a larger research program regarding pediatric medical canna-
bis that includes prevalence surveys, longitudinal observa-
tional data collection, pharmacokinetics research, and a
national registry and network.
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