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Postgraduate Certificate in Children’s Palliative Care

Research And Evidence Based Practice

Research and evidence based practice (EBP) in children’s palliative care rests on a shared language that
enables clinicians, researchers, and educators to communicate clearly about the processes that generate
knowledge, assess its quality, and apply it to improve care. The following glossary presents the most
frequently encountered terms, organized thematically to aid understanding and recall. Each entry includes a
concise definition, a practical example, an illustration of how the concept is used in the field, and a brief
note on common challenges. The aim is to provide a ready-to-use reference for postgraduate learners who
must integrate research literacy with clinical expertise in the delicate context of caring for children with
life-limiting conditions.

Evidence-Based Practice

Definition: A systematic approach that combines the best available research evidence with clinical expertise
and patient (or family) values to guide decision-making. Example: A multidisciplinary team chooses a
non-pharmacological intervention for dyspnea after reviewing a systematic review, considering the child’s
previous experiences, and discussing preferences with the family. Application: In children’s palliative care,
EBP supports the selection of pain management protocols that are both scientifically validated and
culturally appropriate. Challenge: The limited number of high-quality studies specific to pediatric
populations can make it difficult to locate directly applicable evidence, requiring clinicians to extrapolate
from adult data while acknowledging uncertainty.

Research Design

Definition: The overall strategy that outlines how a study will be conducted, including the methods for data
collection, analysis, and interpretation. Example: A mixed-methods design that first surveys families about
their experiences with hospice services (quantitative) and then conducts in-depth interviews to explore
themes that emerge (qualitative). Application: Selecting an appropriate design ensures that the research
question—such as “What factors influence the timing of referral to palliative care?”—Is addressed
comprehensively. Challenge: Balancing methodological rigor with the ethical imperative to minimize burden
on children and families can limit the feasibility of certain designs, such as long-term randomized trials.

Systematic Review
Definition: A rigorous summary of all relevant studies on a specific question, following a predefined
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protocol that minimizes bias. Example: A systematic review of analgesic efficacy for neuropathic pain in
children with cancer, which aggregates data from randomized controlled trials (RCTs) and observational
studies. Application: Systematic reviews provide the evidence foundation for clinical guidelines and policy
statements in palliative care. Challenge: Heterogeneity among studies—different age groups, pain scales,
and dosing regimens—often precludes meta-analysis, leaving reviewers to present narrative syntheses that
may be less definitive.

Meta-Analysis

Definition: A statistical technique that combines quantitative results from multiple studies to estimate an
overall effect size. Example: A meta-analysis calculating the pooled reduction in pain scores after
administration of oral morphine versus intravenous morphine in children. Application: By quantifying the
magnitude of benefit, meta-analysis helps clinicians weigh the trade-offs between treatment options.
Challenge: Publication bias, where studies with negative or null results are under-reported, can inflate the
apparent effectiveness of an intervention.

Randomized Controlled Trial (RCT)

Definition: An experimental study in which participants are randomly assigned to an intervention or control
group, allowing for causal inference. Example: An RCT comparing a new inhaled medication to standard
bronchodilators for managing acute respiratory distress in children with neuromuscular disease. Application:
RCTs are considered the gold standard for testing new therapies, providing high-quality evidence for
guideline development. Challenge: Ethical constraints may limit randomization when withholding a
potentially beneficial treatment could cause harm, especially in vulnerable pediatric populations.

Observational Study

Definition: A non-experimental design that examines outcomes without manipulating the exposure or
intervention. Example: A prospective cohort study tracking symptom trajectories in children receiving
home-based palliative care over six months. Application: Observational studies are valuable for identifying
real-world patterns, such as the prevalence of anxiety in adolescents with terminal illnesses. Challenge:
Confounding variables—such as socioeconomic status or co-morbidities—can obscure true relationships,
necessitating careful statistical adjustment.

Cohort Study
Definition: An observational design that follows a group of individuals sharing a common characteristic over
time to assess outcomes. Example: Following a cohort of children diagnosed with rare metabolic disorders
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to determine the impact of early palliative referral on quality of life. Application: Cohort studies can
illuminate long-term effects of interventions that are impractical to evaluate in short-term trials. Challenge:
Attrition, where participants drop out over time, can bias results, especially when loss to follow-up is related
to disease severity.

Case-Control Study

Definition: An observational design that compares individuals with a specific outcome (cases) to those
without (controls) to identify prior exposures. Example: Investigating whether exposure to a particular
chemotherapy regimen is associated with increased risk of severe neuropathic pain in children. Application:
Case-control studies are efficient for studying rare outcomes, such as drug-induced organ toxicity in
pediatric palliative patients. Challenge: Recall bias may arise because families may differentially remember
past exposures, compromising the validity of findings.

Cross-Sectional Study

Definition: A snapshot assessment of a population at a single point in time, often used to estimate
prevalence. Example: Surveying the prevalence of depression among parents of children receiving hospice
care. Application: Cross-sectional data can highlight unmet needs and inform service planning. Challenge:
The inability to infer causality limits the utility of cross-sectional findings for developing interventions.

Qualitative Research

Definition: A methodological approach that explores meanings, experiences, and social contexts through
non-numeric data such as interviews, focus groups, or observations. Example: Conducting semi-structured
interviews with siblings to understand how they perceive their brother’s illness trajectory. Application:
Qualitative insights enrich EBP by revealing family values, cultural beliefs, and barriers to care that are not
captured by quantitative measures. Challenge: Ensuring rigor through strategies like triangulation, member
checking, and audit trails can be resource-intensive, and findings may be viewed as less generalizable.

Mixed-Methods Research

Definition: An integrative approach that combines quantitative and qualitative data within a single study to
provide a more complete understanding. Example: A study that quantifies the frequency of breakthrough
pain episodes (quantitative) and then explores coping strategies through focus groups (qualitative).
Application: Mixed-methods designs are especially suited to palliative care, where both measurable
outcomes and lived experiences are critical. Challenge: Managing divergent datasets requires expertise in
both methodological traditions and careful planning to avoid methodological incompatibility.
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Validity

Definition: The extent to which an instrument or study accurately measures what it intends to measure.
Example: Content validity of a pediatric pain scale is established when experts confirm that items reflect all
relevant dimensions of pain. Application: High validity ensures that clinical decisions based on research
findings are appropriate for the target population. Challenge: Transferability of validity across cultures and
age groups may be limited, necessitating re-validation of tools in new contexts.

Reliability

Definition: The consistency of a measurement instrument or observer across time, items, or raters. Example:
Test-retest reliability of a quality-of-life questionnaire is demonstrated when scores remain stable in children
whose health status has not changed. Application: Reliable tools reduce measurement error, allowing
clinicians to detect true changes in a child’s condition. Challenge: In rapidly evolving disease trajectories,
maintaining reliability can be difficult, as fluctuations may be misinterpreted as measurement inconsistency.

Bias

Definition: Systematic error that distorts the true relationship between exposure and outcome. Example:
Selection bias may occur if a study only includes families who attend a specialized palliative care clinic,
excluding those who receive care elsewhere. Application: Recognizing bias helps researchers design studies
that mitigate its impact, such as using random sampling or blinding. Challenge: Some biases, like observer
bias, are subtle and can persist despite methodological safeguards, especially in subjective assessments.

Confounding

Definition: A situation where an extraneous variable is associated with both the exposure and the outcome,
potentially misleading the observed association. Example: Age may confound the relationship between
medication dosage and side-effects if younger children metabolize drugs differently. Application: Statistical
techniques such as multivariable regression or stratification are employed to adjust for confounding factors.
Challenge: Unmeasured confounders, like family coping style, may remain hidden, limiting the confidence in
causal interpretations.

Sampling
Definition: The process of selecting individuals from a larger population to participate in a study. Example:
Random sampling of children across multiple hospice programs to ensure a representative cohort.
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Application: Proper sampling enhances the external validity of findings, allowing results to be generalized to
broader populations. Challenge: Small, highly specific subpopulations in pediatric palliative care often
necessitate convenience or purposive sampling, which can reduce representativeness.

Purposive Sampling

Definition: A non-probability technique where participants are selected based on specific characteristics
relevant to the research question. Example: Recruiting families who have experienced a child’s transition
from curative to palliative care within the past year. Application: This method ensures that the study
captures rich, relevant data, especially in qualitative investigations. Challenge: Findings may not be
transferable to all families because the sample is deliberately selective.

Convenience Sampling

Definition: Selecting participants who are readily accessible to the researcher. Example: Using a single
hospital's outpatient clinic roster to recruit children for a symptom-assessment study. Application:
Convenience sampling can accelerate data collection when resources are limited. Challenge: It introduces
potential bias, as the sample may differ systematically from the broader population.

Data Saturation

Definition: The point in qualitative research when additional data no longer yield new themes or insights.
Example: After interviewing twenty families, the researcher notes that recurring themes about
communication preferences have been fully captured. Application: Recognizing saturation helps determine
an appropriate sample size for in-depth qualitative studies. Challenge: Determining saturation is subjective
and may vary between researchers, potentially leading to premature cessation of data collection.

Thematic Analysis

Definition: A systematic method for identifying, analyzing, and reporting patterns (themes) within qualitative
data. Example: Coding interview transcripts to uncover themes such as “need for continuity of care” and
"spiritual support.”

Application: Thematic analysis translates narrative data into actionable findings that can inform service
development. Challenge: Maintaining consistency in coding across multiple analysts requires clear coding
frameworks and regular reliability checks.

Triangulation
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Definition: The use of multiple data sources, methods, investigators, or theories to cross-validate findings.
Example: Corroborating parent-reported symptom scores with clinician observations and electronic health
record data. Application: Triangulation strengthens the credibility of research conclusions, especially when
dealing with subjective experiences. Challenge: Integrating disparate datasets can be complex, and
inconsistencies may arise that are difficult to reconcile.

Ethical Approval

Definition: Formal permission granted by an institutional review board (IRB) or ethics committee to conduct
research involving human participants. Example: Obtaining IRB clearance before initiating a study that
records video diaries of children discussing end-of-life wishes. Application: Ethical approval safeguards
participants’ rights, ensures informed consent, and addresses risk-benefit considerations. Challenge: The
stringent requirements for vulnerable populations, such as children with terminal illnesses, can prolong the
approval process and limit the scope of data collection.

Informed Consent

Definition: A process whereby participants (or their legal guardians) voluntarily agree to partake in research
after receiving comprehensive information about its purpose, procedures, risks, and benefits. Example: A
consent form that explains the potential emotional impact of discussing advance care planning with
adolescents. Application: Informed consent is a cornerstone of ethical research and respects autonomy,
even when participants are minors. Challenge: Assessing capacity and ensuring true understanding in
children who may have cognitive impairments or limited health literacy requires tailored communication
strategies.

Assent

Definition: The affirmative agreement of a child or adolescent to participate in research, distinct from
parental consent. Example: A 12-year-old signs an assent form after the researcher explains the study using
age-appropriate language and visual aids. Application: Assent acknowledges the developing agency of
young participants and aligns with child-centered care principles. Challenge: Balancing respect for a child’s
wishes with parental authority can be ethically complex when a child refuses participation but the parents
wish to enroll them.

Data Management
Definition: The systematic handling of research data, including collection, storage, security, and sharing.
Example: Using encrypted databases to store de-identified symptom diaries from families receiving home
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hospice services. Application: Robust data management ensures confidentiality, facilitates reproducibility,
and complies with legal regulations such as GDPR. Challenge: Maintaining data integrity while allowing
access for collaborative analysis can be difficult, especially when multiple institutions are involved.

Statistical Power

Definition: The probability that a study will detect a true effect when it exists, typically influenced by sample
size, effect size, and significance level. Example: Calculating that a sample of 80 children provides 80%
power to detect a 20% reduction in pain intensity scores after a new intervention. Application: Adequate
power reduces the risk of typell error (false negative) and justifies the resources allocated to a study.
Challenge: Recruiting sufficient numbers in rare pediatric conditions is often impractical, leading to
under-powered studies that may yield inconclusive results.

Significance Level (o)

Definition: The threshold for deciding whether an observed effect is unlikely to have occurred by chance,
commonly set at 0.05. Example: A p-value of 0.03 Indicates statistical significance, suggesting the observed
reduction in anxiety is not due to random variation. Application: The significance level guides interpretation
of hypothesis tests and informs clinical decision-making. Challenge: Over-reliance on p-values can obscure
clinical relevance, especially in small samples where even modest effects may achieve statistical significance
but lack practical impact.

Confidence Interval (Cl)

Definition: A range of values within which the true population parameter is expected to lie with a specified
probability (usually 95%). Example: A 95% Cl of 1.2 To 2.5 For the odds ratio of successful symptom control
indicates that the true effect likely falls between those limits. Application: Cls convey the precision of
estimates and help clinicians assess the reliability of research findings. Challenge: Wide intervals reflect
uncertainty, often arising from small sample sizes, and may limit the applicability of results to practice.

Effect Size

Definition: A quantitative measure of the magnitude of a phenomenon, independent of sample size.
Example: Cohen’s d = 0.8 Denotes a large effect of a psychosocial intervention on reducing caregiver
distress. Application: Effect size informs clinicians about the practical importance of an intervention,
complementing statistical significance. Challenge: Interpreting effect sizes across diverse outcome measures
(e.G., Pain scores vs. Quality-of-life indices) requires contextual understanding.
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Meta-Synthesis

Definition: An integrative method that combines findings from multiple qualitative studies to generate new
interpretations. Example: A meta-synthesis of interviews with families across different countries reveals
common themes of “anticipatory grief” and “desire for normalcy.”

Application: Meta-synthesis can guide the development of culturally sensitive communication tools for
pediatric palliative settings. Challenge: Variability in methodological quality and reporting standards across
qualitative studies can complicate synthesis and affect credibility.

Implementation Science

Definition: The study of methods to promote the systematic uptake of research findings into routine
practice, thereby improving health services. Example: Evaluating the barriers and facilitators to adopting a
new symptom-tracking app in pediatric hospice teams. Application: Implementation science bridges the
gap between evidence generation and real-world application, ensuring that advances benefit children and
families. Challenge: Contextual factors such as staffing constraints, technology access, and organizational
culture can impede implementation despite robust evidence.

Knowledge Translation

Definition: The process of moving research evidence into actionable policies, practices, and public
understanding. Example: Developing an evidence-based toolkit for clinicians to discuss advance care
planning with adolescents, based on recent systematic reviews. Application: Effective knowledge translation
accelerates the adoption of best practices and reduces variability in care delivery. Challenge: Tailoring
messages to diverse stakeholder groups—clinicians, families, policymakers—requires strategic
communication and ongoing evaluation.

Clinical Guideline

Definition: A systematically developed statement that assists practitioners and patients in making informed
decisions about appropriate health care for specific circumstances. Example: A guideline recommending the
use of the FLACC (Face, Legs, Activity, Cry, Consolability) scale for assessing pain in non-verbal children.
Application: Guidelines synthesize evidence, expert consensus, and contextual considerations to standardize
care pathways. Challenge: Keeping guidelines up-to-date is demanding, especially in rapidly evolving fields
where new therapies emerge frequently.
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Practice Standard

Definition: A consensus-based set of expectations for the delivery of a particular service, often derived from
guidelines but more operationally focused. Example: A standard that mandates weekly multidisciplinary
team meetings to review each child’s care plan. Application: Practice standards promote consistency, quality
assurance, and accountability across care settings. Challenge: Variations in resource availability—such as
staffing levels or equipment—can make uniform adherence difficult.

Quiality of Life (Qol)

Definition: A multidimensional construct reflecting an individual's physical, psychological, social, and
spiritual well-being. Example: The PedsQL (Pediatric Quality of Life Inventory) measures QoL domains in
children receiving palliative care. Application: QoL assessments guide therapeutic priorities, ensuring that
interventions align with the child’s and family’s values. Challenge: Capturing QoL in children with
communication challenges or severe cognitive impairment necessitates proxy reporting, which may
introduce bias.

Patient-Reported Outcome Measure (PROM)

Definition: A tool that captures health status directly from the patient’s perspective, without clinician
interpretation. Example: A visual analogue scale (VAS) where a child marks their pain intensity on a 10-cm
line. Application: PROMs empower children to voice their symptoms, facilitating timely adjustments in care.
Challenge: Selecting age-appropriate PROMs and ensuring reliable completion in fluctuating health states
can be problematic.

Proxy-Reported Outcome

Definition: An assessment completed by a caregiver or clinician on behalf of a patient who cannot
self-report. Example: A parent rates their child’s emotional distress using a standardized questionnaire.
Application: Proxy reports are essential when children are too ill or developmentally unable to provide
self-reports. Challenge: Discrepancies often arise between proxy and self-reports, especially for subjective
experiences like pain or anxiety.

Symptom Burden

Definition: The overall impact of physical and psychological symptoms on a child’s daily functioning and
well-being. Example: High symptom burden may be reflected by frequent episodes of dyspnea, insomnia,
and agitation. Application: Measuring symptom burden assists clinicians in prioritizing interventions and
monitoring treatment effectiveness. Challenge: Multi-dimensional symptom assessment tools can be
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lengthy, leading to respondent fatigue and incomplete data.

Advance Care Planning (ACP)

Definition: A proactive process that facilitates discussions about future health-care preferences, goals, and
values, often culminating in documented directives. Example: An ACP conversation with a teenage patient
explores preferences about resuscitation and location of care. Application: ACP promotes alignment of care
with the child’s wishes, reduces uncertainty for families, and supports shared decision-making. Challenge:
Cultural taboos surrounding death, variable legal frameworks for minors, and emotional readiness can
impede timely ACP initiation.

Family-Centered Care

Definition: A philosophy that recognizes the family as the primary unit of care, emphasizing partnership,
respect, and collaborative decision-making. Example: Involving siblings in care planning meetings to
address their concerns and preferences. Application: Family-centered approaches improve satisfaction,
adherence to care plans, and psychosocial outcomes. Challenge: Balancing differing family member
perspectives and managing conflicts can be demanding for clinicians.

Multidisciplinary Team (MDT)

Definition: A group of professionals from diverse specialties who work together to deliver comprehensive
care. Example: An MDT in children’s palliative care may include physicians, nurses, social workers,
psychologists, chaplains, and physiotherapists. Application: MDT collaboration ensures that medical,
emotional, spiritual, and practical needs are addressed holistically. Challenge: Coordinating schedules,
establishing clear communication channels, and reconciling differing professional paradigms require
intentional leadership.

Clinical Audit

Definition: A systematic review of practice against established standards, aimed at identifying areas for
improvement. Example: Auditing the timeliness of pain medication administration in a pediatric hospice
unit. Application: Audits generate data that can drive quality-improvement initiatives and inform future
research priorities. Challenge: Data collection for audits can be labor-intensive, and staff may perceive
audits as punitive rather than constructive.

Outcome Measure
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Definition: A quantifiable indicator used to assess the effect of an intervention or the status of a health
condition. Example: Reduction in the number of breakthrough pain episodes per week. Application: Clear
outcome measures enable objective evaluation of program effectiveness and support evidence synthesis.
Challenge: Selecting outcomes that are both clinically meaningful and feasible to measure within the
constraints of palliative care settings.

Process Evaluation

Definition: An assessment that examines how an intervention was implemented, including fidelity, reach,
and participant responsiveness. Example: Evaluating whether a newly introduced family support program
was delivered as intended across three hospice sites. Application: Process evaluations illuminate why an
intervention succeeded or failed, informing adaptations for future roll-outs. Challenge: Collecting
comprehensive process data while respecting the emotional load on families can be challenging.

Cost-Effectiveness Analysis (CEA)

Definition: An economic evaluation that compares the costs and health outcomes of alternative
interventions, often expressed as cost per quality-adjusted life year (QALY). Example: Comparing the cost
per QALY gained for home-based palliative care versus inpatient hospice care for children with complex
needs. Application: CEAs support resource allocation decisions, especially in publicly funded health systems.
Challenge: Assigning monetary values to intangible outcomes such as spiritual comfort or family peace is
inherently difficult.

Quality-Adjusted Life Year (QALY)

Definition: A metric that combines length of life with a weight reflecting health-related quality of life,
facilitating comparison across interventions. Example: A child who lives one year with a utility weight of 0.7
Accrues 0.7 QALYs. Application: QALYs provide a common denominator for economic evaluations, enabling
policymakers to prioritize interventions. Challenge: The concept may be ethically contentious when applied
to children with limited life expectancy, as it can appear to quantify the value of life.

Health Technology Assessment (HTA)

Definition: A multidisciplinary process that evaluates the clinical effectiveness, cost-effectiveness, and
broader impact of health technologies. Example: An HTA examining the adoption of a new telehealth
platform for remote symptom monitoring in pediatric palliative care. Application: HTA findings guide
reimbursement decisions and inform clinical guideline updates. Challenge: Rapid technological change can
outpace the lengthy HTA process, leading to decisions based on outdated evidence.
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Data Saturation

Definition: The point at which additional data collection yields no new themes or insights. Example: After
interviewing thirty families, the researcher observes that subsequent interviews repeat previously identified
patterns. Application: Recognizing saturation helps determine when qualitative data collection can cease
without compromising depth. Challenge: Determining saturation is subjective and may vary among
researchers, risking either premature termination or unnecessary data accumulation.

Validity (External)

Definition: The degree to which study findings can be generalized to other settings, populations, or times.
Example: A study conducted in a tertiary children’s hospital may have limited external validity for
community-based hospice services. Application: Understanding external validity informs the applicability of
research to the learner's own practice context. Challenge: Heterogeneity in health-care systems, cultural
norms, and disease prevalence can restrict the transferability of results.

Internal Validity

Definition: The extent to which a study accurately demonstrates a causal relationship between variables, free
from bias and confounding. Example: Randomization and blinding in an RCT enhance internal validity by
reducing selection and observer bias. Application: High internal validity gives confidence that observed
effects are attributable to the intervention being tested. Challenge: In real-world palliative settings,
maintaining strict control conditions is often impractical, potentially compromising internal validity.

Reliability (Inter-Rater)

Definition: The consistency of measurements when different observers assess the same phenomenon.
Example: Two nurses independently rating a child’s pain using the same scale and obtaining similar scores
demonstrate good inter-rater reliability. Application: Reliable assessments ensure that care decisions are
based on stable information rather than observer variability. Challenge: Training and calibration are required
to achieve high inter-rater reliability, especially for subjective measures.

Statistical Significance

Definition: An indication that an observed effect is unlikely to be due to chance alone, typically assessed
using a p-value threshold. Example: A p-value of 0.04 In a study comparing two analgesic regimens
suggests statistical significance at the 0.05 Level. Application: Statistical significance informs whether an
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intervention merits further consideration or implementation. Challenge: In small samples, statistically
significant findings may be driven by outliers, and non-significant results may still be clinically important.

Clinical Significance

Definition: The practical importance of a treatment effect in real-world practice, reflecting meaningful
benefit to patients. Example: A reduction of two points on a pain scale may be statistically significant but
not reach the threshold of clinical significance for children. Application: Clinicians weigh clinical significance
alongside statistical results to decide on adoption of new practices. Challenge: Determining the minimal
clinically important difference (MCID) varies across conditions and age groups, requiring context-specific
judgment.

Minimal Clinically Important Difference (MCID)

Definition: The smallest change in an outcome measure that patients perceive as beneficial and would
justify a change in management. Example: An MCID of 1.5 Points on a 0-10 pain scale for adolescents with
cancer. Application: MCID guides sample size calculations and interpretation of treatment effects.
Challenge: MCID values are often derived from adult populations and may not translate directly to pediatric
cohorts.

Bias (Selection)

Definition: Systematic differences in characteristics between those who are selected for a study and those
who are not. Example: Recruiting only families who volunteer for research may result in a sample with
higher health literacy than the general population. Application: Recognizing selection bias prompts
researchers to employ strategies such as random sampling or weighting. Challenge: In palliative contexts,
recruitment may be constrained by emotional distress, leading to unavoidable selection bias.

Bias (Performance)

Definition: Differences in care provided to participants other than the intervention under investigation, often
due to lack of blinding. Example: Nurses may provide extra attention to children in the intervention arm,
influencing outcomes beyond the studied treatment. Application: Blinding participants and personnel where
feasible helps mitigate performance bias. Challenge: Blinding is often impossible in psychosocial or
educational interventions, necessitating careful documentation of co-interventions.

Bias (Detection)
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Definition: Systematic differences in how outcomes are measured or assessed across study groups. Example:
Using a more sensitive pain assessment tool for the experimental group than for the control group.
Application: Standardized outcome measurement protocols reduce detection bias. Challenge: Variability in
assessor expertise and fatigue can still introduce inadvertent detection bias.

Bias (Attrition)

Definition: Systematic differences arising from loss of participants over time, potentially skewing results.
Example: Higher dropout rates among families experiencing greater caregiver burden may bias the final
analysis toward more resilient families. Application: Intention-to-treat analysis and tracking reasons for
attrition help address attrition bias. Challenge: In end-of-life research, attrition due to disease progression is
inevitable, complicating data interpretation.

Confidentiality

Definition: The obligation to protect personal information from unauthorized disclosure. Example: Storing
interview transcripts in password-protected files and using pseudonyms in publications. Application:
Maintaining confidentiality fosters trust, encourages honest participation, and complies with legal
standards. Challenge: Balancing data sharing for transparency with privacy protection is particularly
sensitive when dealing with small, identifiable patient groups.

Data Saturation

Definition: The stage in qualitative research when additional interviews or observations no longer reveal
new insights. Example: A researcher notes that after twenty family interviews, themes such as “"need for
continuity” and “fear of abandonment” have been exhaustively explored. Application: Recognizing
saturation guides efficient use of resources while ensuring depth of understanding. Challenge: Subjectivity
in determining saturation can lead to premature cessation or unnecessary data collection, affecting study
credibility.

Implementation Fidelity

Definition: The degree to which an intervention is delivered as originally designed. Example: Checking
whether all components of a psychosocial support program—education, counseling, and follow-up—were
provided to each family. Application: High fidelity strengthens the link between observed outcomes and the
intervention itself. Challenge: Real-world constraints such as staffing shortages or varying clinician expertise
can reduce fidelity, necessitating adaptation and documentation.
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Stakeholder Engagement

Definition: Active involvement of individuals or groups who have an interest in the research or its outcomes,
including patients, families, clinicians, and policymakers. Example: Forming a advisory panel of parents of
children with life-limiting illnesses to review study protocols and interpret findings. Application: Engaged
stakeholders improve relevance, acceptability, and uptake of research results. Challenge: Managing diverse
expectations and potential conflicts of interest requires transparent communication and clear governance
structures.

Knowledge Gap

Definition: An area where existing evidence is insufficient, ambiguous, or absent, highlighting a need for
further investigation. Example: Limited data on the long-term psychosocial impact of early palliative care
integration for adolescents with neurodegenerative diseases. Application: Identifying knowledge gaps
directs research priorities and funding allocation. Challenge: Some gaps may be difficult to address due to
ethical constraints, low incidence rates, or lack of suitable measurement tools.

Research Ethics Committee (REC)

Definition: An independent body that reviews research proposals to ensure ethical standards are met,
protecting participant rights and welfare. Example: A REC evaluates a study that plans to record video
diaries of children discussing end-of-life wishes, scrutinizing consent processes and data security.
Application: REC approval is mandatory for all human subjects research and provides oversight throughout
the study lifecycle. Challenge: The rigorous review process can extend timelines, and differing
interpretations of risk may lead to inconsistent decisions across institutions.

Inclusion Criteria

Definition: Specific characteristics that participants must possess to be eligible for a study. Example:
Children aged 5-17 with a confirmed diagnosis of a life-limiting condition and receiving hospice services for
at least three months. Application: Clear inclusion criteria enhance the relevance of findings to the target
population. Challenge: Overly restrictive criteria can limit generalizability and reduce recruitment feasibility.

Exclusion Criteria
Definition: Specific characteristics that disqualify potential participants from a study. Example: Excluding
children with severe cognitive impairment that precludes any form of self-reporting. Application: Exclusion
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criteria protect participants from undue risk and ensure data integrity. Challenge: Excluding vulnerable
subgroups may inadvertently perpetuate evidence gaps for those very populations.

Sampling Frame

Definition: The actual list or database from which a sample is drawn. Example: The registry of all children
enrolled in regional palliative care programs serves as the sampling frame for a prevalence study.
Application: A well-defined sampling frame facilitates random selection and enhances representativeness.
Challenge: Incomplete or outdated registries can lead to sampling bias and missed eligible participants.

Purposive Sampling

Definition: Selecting participants based on characteristics that align with the research purpose, rather than
by chance. Example: Recruiting families who have experienced a child’s transition from curative to palliative
care within the past six months to explore decision-making processes. Application: Enables in-depth
exploration of specific phenomena that are rare or context-dependent. Challenge: Findings may not be
generalizable, and researcher bias can influence participant selection.

Snowball Sampling

Definition: A technique where existing participants refer additional individuals who meet study criteria.
Example: A parent participating in a study invites another family they know who has similar experiences with
hospice care. Application: Useful for reaching hidden or hard-to-access populations, such as families
reluctant to engage with formal services. Challenge: The sample may become homogenous, reflecting the
social networks of initial participants rather than the broader population.

Data Triangulation

Definition: Using multiple data sources or methods to corroborate findings and increase credibility.
Example: Combining caregiver interviews, child self-reports, and medical record reviews to assess symptom
burden. Application: Triangulation reduces reliance on a single perspective, strengthening confidence in
conclusions. Challenge: Integrating disparate data types can be analytically demanding and may reveal
conflicting information that requires careful resolution.

Intervention Fidelity
Definition: The extent to which an intervention’s core components are delivered as intended. Example:
Monitoring whether all sessions of a family communication workshop follow the standardized curriculum.
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Application: High fidelity ensures that outcome differences are attributable to the intervention rather than
variations in delivery. Challenge: Staff turnover, time constraints, and contextual adaptations can erode
fidelity over time.

Process Outcome

Definition: An intermediate result that reflects the implementation of an intervention, such as attendance
rates or satisfaction scores. Example: Measuring the proportion of families who complete all modules of an
online bereavement support program. Application: Process outcomes help assess whether the intervention
is reaching its intended audience and can inform adjustments. Challenge: Positive process outcomes do not
guarantee clinical effectiveness, necessitating parallel evaluation of health outcomes.

Health-Related Quality of Life (HRQoL)

Definition: A subset of QoL that focuses on the impact of health status on physical, mental, and social
well-being. Example: Using the KIDSCREEN questionnaire to assess HRQoL in children receiving palliative
care. Application: HRQoL metrics inform care planning, enabling clinicians to address domains most
affected by illness. Challenge: Capturing HRQoL in children with fluctuating consciousness or severe fatigue
may require proxy reporting, which can differ from self-perception.

Patient-Centered Outcomes

Definition: Outcomes that reflect what matters most to patients and families, often identified through
qualitative research. Example: Prioritizing “ability to spend meaningful time together” over traditional
clinical metrics in evaluating a hospice program. Application: Aligning research with patient-centered
outcomes ensures relevance and enhances the likelihood of uptake. Challenge: Diverse preferences across
families can make it difficult to define a universal set of patient-centered outcomes.

Standardized Instrument

Definition: A measurement tool that has undergone rigorous testing for reliability, validity, and normative
scoring. Example: The Pediatric Symptom Checklist (PSC) is a standardized instrument for screening
emotional and behavioral problems. Application: Standardized instruments enable comparison across
studies and populations, facilitating meta-analysis. Challenge: Instruments developed in one cultural or
linguistic context may require adaptation and re-validation for use elsewhere.

Read online: https://certificates.gsbf.co.uk/guides/4848986/research- Greenwich School of Business and Finance - 12 Jul 2026
and-evidence-based-practice



