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ABSTRACT

Introduction: In low- and middle-income countries (LMICs) such as Tanzania, non-adherence and treatment abandonment
are major factors contributing to low childhood cancer survival rates. Providing guardians with reminders and information via
an SMS intervention may increase adherence and reduce treatment abandonment. The purpose of the GuardiansCan project is
to reduce guardians' abandonment of children’s maintenance therapy for acute lymphoblastic lymphoma (ALL) in Tanzania,
thereby increasing ALL survival rates in the country by developing and evaluating an SMS intervention. We report initial re-
sults from phase one of a mixed-method examination of public contribution activities in the GuardiansCan project. We aimed
to: recruit guardians of children treated for ALL to a Guardian Advisory Board (GAB) to contribute to the design and conduct
of Study II within the GuardiansCan project (Study II) and the wider GuardiansCan project; and examine the acceptability, fea-
sibility, and impact of GAB members' contribution from the perspective of GAB members and public contribution coordinators
(coordinators).

Methods: We adopted a convergent parallel mixed-methods design, using impact logs and semi-structured interviews, with data
integrated at the point of analysis. During four workshops, GAB members provided suggestions and recommendations, which
were recorded in impact logs. GAB members and coordinators were interviewed about the acceptability, feasibility, and impact
of GAB members' contributions.

Results: Nine guardians were recruited. GAB members made 63 suggestions and recommendations, of which 50 (79%) were
implemented. Semi-structured interviews resulted in seven categories: Meaning and value, Motivation and willingness to vol-
unteer, Suggestions and areas for improvement, Barriers and challenges, Facilitators, Personal impact, and Research impact.
Conclusion: Findings suggest GAB members' contribution was acceptable and feasible, and had an impact on both the research
and GAB members themselves. Findings can inform how to meaningfully involve public contributors in LMICs.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,
provided the original work is properly cited.

© 2026 The Author(s). Cancer Medicine published by John Wiley & Sons Ltd.
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1 | Introduction

Projections from the 2022 Lancet Oncology Commission [1]
indicate that by 2050, Africa will account for approximately
50% of the global childhood cancer burden. In 2019, the global
net 5-year childhood cancer survival rate was 37.4%, with
significant regional variations, ranging from 8.1% in Eastern
Africa to 83.0% in North America [2]. Protocolized treatments
have led to substantial survival gains in high-income coun-
tries (HICs) [3]. However, in many low- and middle-income
countries (LMICs), issues with infrastructure, care, and
human resources make adherence to protocolized treatments
challenging [4]. Non-adherence is the extent to which patients
do not follow protocols, for example, do not take medications
as directed or attend clinic visits, ranging from occasional
lapses to complete treatment abandonment [5]. If childhood
cancer treatment is not adhered to or abandoned, the most
likely outcome is death. To reduce abandonment, the Lancet
Oncology Commission recommends increasing access to
mobile Health (mHealth) interventions developed with local
interest-holders [1].

In sub-Saharan Africa (SSA), guardians of children with can-
cer report unmet needs for information about the child's dis-
ease, condition, and treatment [6]. Barriers to adherence include
lack of knowledge about cancer and its treatment [6, 7], fear of
side effects, lack of belief in cancer curability [7], financial and
transportation barriers [6], perceived (poor) health of the child
[7], and thinking the child is cured because they look healthy
[8]. Inadequate treatment information has been reported as a
barrier to accessing chemotherapy in SSA [7]. Outside of SSA
contexts, other reported barriers include child resistance [9],
forgetfulness, and failing to link taking oral chemotherapy with
recovery [10].

SMS text message-based interventions (SMS interventions)
have improved treatment adherence in SSA. Systematic re-
views have shown mobile phone-based reminders increase
the uptake of early infant diagnosis of HIV [11] and one-way
SMS improves appointment attendance for a range of clinical
conditions [12]. SMS interventions have been shown to in-
crease HIV medication adherence for young people in Nigeria
[13, 14], and mobile phone alarms are acceptable and feasible
to improve treatment adherence among tuberculosis patients
in Tanzania [15]. Therefore, an SMS intervention may help
increase guardians' adherence to children's cancer treatment
and reduce treatment abandonment.

We are undertaking the GuardiansCan project [16], with the
overall purpose to reduce guardians' abandonment of children'’s
maintenance therapy for acute lymphoblastic lymphoma (ALL)
in Tanzania, thereby increasing ALL survival rates in the coun-
try by developing and evaluating an SMS intervention. Due to
children being at home during ALL maintenance therapy (MT),
treatment complexity, and responsibility placed on guardians
as primary caregivers, there is a high risk of non-adherence
and abandonment. An SMS intervention, for e.g., providing
treatment reminders and evidence-based information, could
help guardians adhere to ALL MT and reduce abandonment.
To guide intervention development, we are following the UK
Medical Research Council Complex Interventions Framework

[17]. As part of the development phase [18], we will first con-
duct a qualitative study (Study II in the GuardiansCan project
[16]) to explore needs and preferences (including barriers and
facilitators for guardians adhering to children's ALL MT) and
perceived barriers and facilitators regarding an SMS interven-
tion helping guardians of children with ALL to adhere to their
children's MT.

To align our research with guardians' needs and concerns, we
established a Guardians Advisory Board (GAB) [19] to imple-
ment public contribution throughout the GuardiansCan project
[16]. The approach helps uphold democratic principles, empow-
ers individuals, bridges the gap between research and real-world
applications, makes research more relevant and impactful, and
enhances the quality and ethical foundation of research [20].
Findings from HICs show public contribution can help for-
mulate meaningful and relevant research questions, improve
recruitment, develop clear and user-friendly study materials
[21-23], strengthen analysis and interpretation [24], and pro-
mote dissemination outside academia [25]. These impacts may
be amplified in LMICs. Research design, conduct, and capacity
building in LMICs have been dominated by the Neocolonialist
model and Western epistemologies [26]. This influence may re-
sult in research failing to consider important cultural contextual
factors [27], for example, local needs and preferences, and eco-
nomic and sociocultural factors. Embedding public contribution
in research may facilitate generating contextualized knowledge
in LMICs [28].

1.1 | Aims

We report results from phase one of a mixed-methods examina-
tion of public contribution activities [19] in the GuardiansCan
project [16], given recommendations for undertaking and re-
porting initial, midterm, and end-of-study public contribution
evaluations [29, 30]. We will report end-of-study results upon
project completion. Overall aims of the ongoing study [19] are to
(1) involve guardians of children treated for ALL as GAB mem-
bers in the managing and undertaking, analysis and interpre-
tation, and dissemination phases of the GuardiansCan project
[16] and (2) examine the acceptability, feasibility, and perceived
impact of GAB members' contribution to the project from the
perspective of the GAB members and public contribution coor-
dinators (coordinators).

In phase one, we aimed to (1) recruit guardians of children
treated for ALL to a GAB to contribute to the design and conduct
of Study II within the GuardiansCan project [16] (Study II) and
the GuardiansCan project and (2) examine the acceptability, fea-
sibility, and impact of GAB members' contribution from the per-
spective of GAB members and coordinators. Objectives were to
(1) examine the acceptability and feasibility of recruiting guard-
ians to the GAB, (2) describe suggestions and recommendations
made by GAB members during workshops, and the percentage
implemented into the GAB, Study II, and the GuardiansCan
project, (3) describe personal impacts on GAB members and co-
ordinators recorded during workshops, (4) explore the accept-
ability, feasibility, and impact of GAB members’ contribution
from the perspective of GAB members and coordinators, and (5)
describe the economic costs of GAB contribution.
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2 | Methods
2.1 | Design

A convergent parallel mixed methods design [31] with data
collected concurrently on the acceptability, feasibility, and
impact of GAB members' contributions using impact logs
and semi-structured interviews. We transformed qualita-
tive impact log data into quantitative data [32]. We analyzed
datasets separately, giving quantitative (transformed impact
logs) and qualitative (interviews) data equal priority. We in-
tegrated at the point of analysis by triangulating the datasets
with quantitative recruitment data in a side-by-side compar-
ison table [33, 34]. We explored the extent to which findings
converged, diverged, complemented, or expanded upon each
other [35].

2.2 | Reporting

We followed Guidance for Reporting Involvement of Patients
and the Public checklist (GRIPP2, see Appendix S1) [36] and the
Standards for Reporting Qualitative Research checklist (SRQR,
see Appendix S2) [37].

2.3 | Public Contribution Framework

We used a study-focused framework for involving GAB mem-
bers [38]. Public contribution activities to inform Study II [16]
included managing and undertaking the study (e.g., developing
recruitment and retention strategies), co-designing study ma-
terials, identifying data collection methods, and dissemination
activities, including co-writing a Kiswahili plain-language ab-
stract for the current study. The GAB continues to contribute to
Study II (e.g., analyzing and disseminating results, co-designing
plain language summaries, and developing local dissemination
strategies) and the next phases of the GuardiansCan project as
planned for now [see ref. [16]].

2.4 | Protocol Changes

We planned a GAB workshop to gain feedback on and inter-
pret study findings [19]. We did not hold this workshop due to
cost and time. We planned for an external interviewer fluent in
Kiswahili to conduct interviews with coordinators; however,
due to time limitations, interviews were conducted in English
by a Swedish research team member.

2.5 | GAB Members

Full eligibility criteria has been published elsewhere [19] and
included being a guardian of a child discharged within the last
3-36months from the pediatric oncology unit at Muhimbili
National Hospital (MNH) (Dar es Salaam), after complet-
ing main treatment for ALL (i.e., induction treatment phase),
>18years old, Kiswahili-speaking, primary school to postsec-
ondary nontertiary education, and being a resident of one of
the following regions: Dar es Salaam, Dodoma, Iringa, Lindi,

Morogoro, Mtwara, or the island of Zanzibar. We excluded
guardians with tertiary education, given that low education is
associated with treatment abandonment [39].

2.5.1 | Recruitment of GAB Members

Coordinator FC conducted recruitment activities, supervised
by Swedish research team members (LVE, JW) and in collabo-
ration with the MNH (Dar es Salaam) pediatric oncology unit.
In March/April 2024, we obtained a list of children diagnosed
with ALL who had completed main treatment and were dis-
charged from MNH (Dar es Salaam) pediatric oncology unit
within the past 3-36 months (January 2021-December 2023)
from the Office of Medical Records. We excluded children
documented as deceased. We identified children residing in
target regions and randomized their guardians using random.
org to determine the call sequence. After the first call round,
we used purposive sampling to inform call order, for example,
based on gender and region not represented by guardians who
had expressed interest.

Coordinator FC called guardians (June 2024) to explore inclu-
sion criteria, explain the purpose, expected GAB composition
(i.e., 6-8 members representing variation in gender, relationship
to child, education level, and location), the reimbursement plan
(i.e., travel and living costs; daily allowance equivalent to the
government daily subsistence allowance for ISCED level 4 per-
sonnel), and explore initial interest and abilility to contribute. FC
informed guardians that around 12 interested guardians would
be invited to a recruitment meeting at MNH (Mloganzila) (~2h),
after which a subset would be invited to the GAB. For guardians
unreachable by phone, FC made up to five repeat phone calls.

At the recruitment meeting, coordinators FC and RP explained
the purpose of the GAB, planned structure and frequency of work-
shops, and explored guardians' expectations and motivations for
contribution. FC, RP, and PI LvE thereafter decided who to invite.
Subsequently, FC and RP informed guardians whether they were
invited to the GAB in individual meetings and provided invited
GAB members with written information and a consent form. After
providing consent, guardians completed a background question-
naire, e.g., gender, age, relationship status, relationship to the child
with cancer, educational background, and location.

2.6 | Setting

Tanzanian research team members (FC, RP) coordinated
public contribution activities from MNH (Mloganzila).
Coordinators were supported by a hospital administrative of-
ficer, who organized workshop logistics and reimbursements.
LvE and JW provided FC and RP with training on public con-
tribution during two face-to-face workshops in Tanzania and
supervision via Zoom.

2.7 | GAB Structure and Workshops

We held four face-to-face workshops to inform the design and
conduct of Study II [16]. Coordinators maintained regular
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telephone contact with guardians, for example, to arrange trans-
portation, e.g., boat travel for Guardians living on the islands
of Zanzibar or Pemba, or bus transportation for those living in
Mtwara and Lindi, and hotel accomodationin Dar es Salaam.
We provided GAB members with name tags, branded note-
books, and carrying bags (see Appendix S3).

Workshop topics (Table 1) were discussed using activities in-
cluding brainstorming, group discussions, feedback on written
material, ranking procedures, and storytelling exercises.

Each workshop lasted approximately 4h. We provided lunch,
regular breaks, and additional breaks (i.e., prayer time for
Muslim GAB members). We held an additional workshop (at-
tended by 4 female GAB members) to write the plain-language
summary in Kiswahili (see Appendix S4). This workshop lasted
2.5h with an additional 1.5h for breaks.

2.8 | Data Collection
2.8.1 | Recruitment Data

We collected data on the number of potential GAB members
identified, recruitment phone calls made, potential GAB mem-
bers reached, eligible, recruited, and reasons for not attending
the recruitment meeting.

2.8.2 | Impact Logs

In each workshop, coordinators reported in an impact log
[40, 41] the date, who was involved, discussion (i.e., suggestions
and recommendations), impacts on research (i.e., potential im-
pacts on the project), impacts on guardians (i.e., personal im-
pacts on GAB members and coordinators, and other comments).
Coordinators presented each impact log at the start of the sub-
sequent workshop to gather GAB members' feedback to ensure
accuracy and support trustworthiness and the research team'’s
decisions on whether suggestions and recommendations would
be implemented. Coordinators audio-recorded workshop dis-
cussions to ensure impact log accuracy.

2.8.3 | Semi-Structured Interviews

An experienced interviewer external to the research team,
fluent in Kiswahili and not involved in GAB workshops, in-
terviewed GAB members, and IOM interviewed coordinators
to explore the acceptability, feasibility, and impact of GAB ac-
tivities. Interview guides were informed by previous research
[41, 42], and published elsewhere [19]. We conducted interviews
5-6months after the GAB was formed.

2.9 | Data Analysis

We analyzed the datasets separately before integrating quan-
titative recruitment data and (transformed) impact log data
with qualitative interview data in an integrative mixed meth-
ods analysis.

2.9.1 | Recruitment

We used count data to report recruitment data.

2.9.2 | Impact Logs

FC and IOM read, extracted, and summarized GAB sugges-
tions and recommendations, alongside their rationales (where
applicable), supervised by LvE. FC and IOM categorized
suggestions and recommendations as those made to inform:
(1) the GAB, (2) Study II, and (3) the GuardiansCan project,
which were reviewed by LVE. Next, JW categorized sugges-
tions and recommendations across workshops. These were
subsequently counted to transform the qualitative data into
quantitative data [32]. The percentage of suggestions and rec-
ommendations implemented for each category and in total
was calculated. IOM extracted and summarized personal im-
pacts on GAB members and coordinators, which were catego-
rized and counted by AS.

2.9.3 | Semi-Structured Interviews

Audio recordings were transcribed verbatim. The external
Tanzania interviewer transcribed audio recordings of GAB
members' interviews. FC checked transcripts against audio re-
cordings, which were subsequently translated from Kiswahili
into English by an external company (Semantix) using a Kenyan
Swahili speaker. FC checked translation quality. An external
company (CBG Konsult & Information AB) transcribed audio
recordings of interviews with coordinators, and AS checked
transcripts against audio recordings.

AS and FC individually coded and categorized English tran-
scripts using manifest content analysis [43] and subsequently
held a data analysis workshop to discuss and refine prelim-
inary categories and subcategories. Next, we held a data
analysis workshop with wider research team members (FC,
LVE, AS, JW) to facilitate peer examination. We established
trustworthiness [44] using disconfirming case analysis, peer
examination, and keeping an audit trail to help maintain re-
flexivity and minimize bias.

2.9.4 | Mixed Methods Analysis

HVRS integrated quantitative recruitment data and (trans-
formed) impact log data with qualitative interview data using a
side-by-side comparison table [33, 34]. To triangulate datasets,
HVRS identified key topics across datasets (recruitment, impact
logs [research and personal impacts], semi-structured inter-
views) and grouped them according to whether they related to
the following areas: acceptability, feasibility, and impact on the
GAB and/or impact on the research. In the side-by-side compar-
ison table, each row represented a key topic, and each column
represented a data source. The table was organized according to
each area. Within each area, key topics were organized accord-
ing to quantitative data on recruitment, the percentage of sug-
gestions and recommendations implemented (research impacts),
and/or the number of impacts on the GAB (personal impacts)
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TABLE 1 | Guardians Advisory Board (GAB) workshop topics to inform the design and conduct of Study II within the GuardiansCan project
(Study II).

Workshop Main topic Subtopics
1 Introduction to the GuardiansCan  « Introduction to the GAB, the GuardiansCan project, and public
project and the GAB contribution in research, and GAB members’ expectations

+ GAB structure (e.g., frequency, breaks, etc.) and location
« Communication plan for the GuardiansCan project and forthcoming
results

 Any other business
« Information on topics to be covered in Workshop 2

2 Understanding and initial Presentation and discussion of notes in Workshop 1 impact log and
planning of Study II decisions made by the research team on discussed aspects

Introduction to photovoice technique, FGD, and individual interview

and discussion of the relevance of using these methods

» Recruitment of study participants, e.g., methods and procedures to use
and regions to recruit from

« Background questions

+ Frequency and setting of FGDs and whether GAB should facilitate FGDs

Additional topics (i.e., topics added to the original Workshop 2 agenda

after Workshop 1 by the research team informed by Workshop 1

discussions). Additional topics included the availability of mobile phones

and motivation to participate in research

 Any other business

« Information on topics to be covered in Workshop 3

3 Further planning of Study IT « Presentation and discussion of notes in Workshop 2 impact log and
decisions made by the research team on discussed aspects

« Written information and consent forms

« Topic guides for FGDs
Additional topics (i.e., topics added to the original Workshop 3 agenda
after Workshop 2 by the research team informed by Workshop 2
discussions). Additional topics included exploring whether GAB
members would be willing to try the photovoice technique in the
future, asking if they would be interested in taking part in an upcoming
Public Contribution training, and informing them about the planned
involvement of HCPs in Study II, and asking for their input on questions
to include in the FGDs with HCPs.
« Any other business
« Information on topics to be covered in Workshop 4

4 Final planning of Study IT « Presentation and discussion of notes in Workshop 3 impact log and
decisions made by the research team on discussed aspects
« Recruitment of HCPs to Study IT
« Ethical considerations, such as privacy, identity protection, and use of
sensitive information
Additional topics (i.e., topics added to the original Workshop 4 agenda
after Workshop 3 by the research team informed by Workshop 3
discussions). Additional topics included a second review of written
information, consent forms, and topic guides for FGDs
+ Any other business
« Discussion about logistics for individual interviews with GAB members
and information on the next steps, for example, finalizing study II
protocol and submission for ethical approval

Abbreviations: FGD, focus group discussion; GAB, Guardians Advisory Board; HCP, healthcare professional.

recorded in impact logs, and qualitative data from interviews. were concordant or in agreement with each other (convergence),
HVRS, in discussion with JW and AS, mapped key findings offered different but non-conflicting information on the same
from each data source to the table and explored where findings issue (complementarity), offered concordant but additional
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information on the same issue (expansion), appeared to be dis-
cordant or in disagreement with each other (divergence), or ap-
peared in one dataset and not the other (silence) [35]. For each
key topic, we recorded these meta-inferences in the final table
column.

2.10 | Researcher Characteristics

FCis a female doctoral student (Master of Medicine in Internal
Medicine, MSc in Endocrinology and Diabetes, and MSc in
Public Health), physician at MNH, and a native Kiswahili
speaker. LvE is a female Professor in Caring Sciences, a psy-
chologist, and Principal Investigator for the project, specializ-
ing in mental health among people affected by somatic disease
and has extensive experience in qualitative research, includ-
ing studies involving public contribution. GAB members are
nine guardians of children currently being treated for ALL in
Tanzania. RP is a pediatric nurse at MNH, studying for an
MSc in Public Health. DR is a male Professor in Mental Health
Services Research and an experienced nurse, with extensive
experience in qualitative research and public contribution.
AS is a female research assistant (MSc in Community and
Public Health). HVRS is a female Lecturer (Education and
Research) in Health Services Research with extensive expe-
rience in qualitative and mixed methods research. JW is a
female Associate Professor in Caring Sciences with extensive
experience in qualitative research, including studies involving
public contribution. IOM is a female research assistant (MSc
in Global Health).

We recognized our positionalities as Swedish and Tanzanian
researchers may have influenced recruitment, analysis, and
interpretation. To minimize the risk of imposing Western-
centric norms, public contribution activities were led by
Tanzanian research team members FC and RP, with super-
vision from Swedish team members LVE and JW. Interviews
with GAB members were conducted by a Tanzanian inter-
viewer with experience in pediatric oncology research and
knowledgeable of the context and cultural norms. Interviews
were analyzed by FC and AS, who held joint analysis meetings
to ensure cultural and contextual understanding and method-
ological rigor.

2.11 | Ethical Considerations

We followed the Declaration of Helsinki. We obtained ethi-
cal approval from MNH (MNH/IRB/VOL.I/2023/080), the
Tanzania National Health Research Ethics Review Committee
(NIMR/HQ/R.8A/Vol.1X/4544), and the Swedish Ethical
Review Authority (2023-01381-01). We collected informed
consent from GAB members. GAB members had the right to
withdraw from the GAB at any time without providing a rea-
son. GAB members provided separate consent for interviews,
and coordinators provided consent for interviews. We pro-
cessed data following the Swedish Patient Data Act (2008:355),
the General Data Protection Regulation (EU 2016/679), and
the Tanzania National Institute for Medical Research (NIMR)
research policy.

3 | Results
3.1 | Recruitment

Recruitment flow is summarized in Figure 1. Of the 89 po-
tentially eligible guardians identified with phone contact
attempted, 62 were reached, 18 were eligible, and 11 were in-
vited to the recruitment workshop. Eight (7 women, 1 man)
attended and were recruited. Three men who did not attend
were invited to an individual recruitment meeting: one at-
tended and was recruited. In total, nine guardians were re-
cruited. We made 159 recruitment phone calls. On average,
guardians responded after 1.5 call attempts (range 1-5). Of
the 11 guardians invited to the recruitment workshop, six
responded to the first call attempt, one to the second, three
called back after one missed call, and one called back after
two missed calls.

3.2 | Characteristics of Guardian Advisory Board
Members

Selected GAB member characteristics are reported in Table 2.

3.3 | Impact Logs

Categories of suggestions and recommendations made by
the GAB to inform the GAB, Study II, and the GuardiansCan
Project (research impacts), alongside examples and numbers
implemented, are reported in Table 3. Overall, GAB members
made 63 suggestions and recommendations, of which 50 (79%)
were implemented. Suggestions and recommendations are re-
ported in Appendix S5, alongside rationales for the suggestions
or for non-implementation.

In total, 31 personal impacts on GAB members were recorded
and categorized (see Table 4). No personal impacts on coordina-
tors were recorded.

3.4 | Semi-Structured Interviews

All GAB members (n=4 face-to-face, n=35 over the phone)
and coordinators (n=1 face-to-face and n=1 via Zoom) were
interviewed. Table 5 provides an overview of categories and
subcategories derived from interview data for each area (ac-
ceptability, feasibility, and impact) explored. Supporting quo-
tations, alongside ID number and gender, are provided for
GAB members. Gender is not reported for coordinators as
confidentiality would be compromised. We use the term “proj-
ect” to refer to the GAB, Study II, and wider GuardiansCan
project.

3.4.1 | Acceptability
We generated three categories: Meaning and value (two subcat-

egories), Motivation and willingness to volunteer (two subcatego-
ries), and Suggestions and areas of improvement.
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Contact attempted over phone (n = 89)

Not reached by phone (n = 27)
e Number not reachable/restricted number
(n=20)
e Not guardian’s number (n =7)

Reached by phone (n = 62)

Excluded = 44
e The child had died (n = 27)
e Child not diagnosed with ALL (n =7)
e Higher education (n = 4)
e Wrong region (n = 3)
¢ Not the main guardian (n = 2)
e No education (n=1)

Eligible (n = 18)

Did not want to participate (n = 7)
e Notinterested (n = 4)
e Guardians referred participation to
another guardian (n = 2)
e Have a small baby (n = 1)

| Invited to recruitment meeting (n = 11)

| Attended recruitment meeting (n = 8)

Did not attend recruitment meeting (n = 3)
e Caring for a sick relative (n = 1)
o Last minute activity (n =1)
e Missed transportation (n = 1)

Invited to individual recruitment meeting (n = 3)

Did not attend individual recruitment meeting (n =
2)

e Caring for a sick relative (n = 1)

e No reason given (n=1)

| Attended individual recruitment meeting (n = 1) |

| Consented and recruited (n = 9)

FIGURE1 | Recruitment of guardians to the Guardian Advisory Board.

TABLE 2 | Characteristics of Guardian Advisory Board (GAB) members.

Gender Age Civil status Relationship to child Education level Region
1 Woman 30-39 Married Mother Primary Pwani
2 Woman 40-49 Divorced Grandmother Secondary Dar es Salaam
3 Man 20-29 Married Uncle—Maternal side Primary Lindi
4 Woman 30-39 Married Mother Certificate post-secondary Mtwara
5 Woman 30-39 Married Mother Secondary Dar es Salaam
6 Woman 40-49 Married Mother Diploma post-secondary Unguja, Zanzibar
7 Woman 20-29 Single Mother Secondary Dar es Salaam
8 Woman 40-49 Married Mother Primary Dar esSalaam
9 Man 30-39 Married Uncle—Maternal side Secondary Pemba, Zanzibar

Note: Age ranges are used to protect confidentiality.

Cancer Medicine, 2026

7 of 21

85U8017 SUOLILLOD BAITea.D 3edljdde aup A pausenob afe sejoie YO ‘8sN JO S8|nJ oy A%eiq1T8UlUO A8]IM UO (SUOTIPUOD-PUB-SWLRI WD A8 | 1M AleIq 1 BUI|UO//SANL) SUORIPUOD pUe SWiB | 8L 885 *[9202/20/LT] uo AriqiTauluo &M ‘Ariqi Aisienun eesddn Aq G89T. #Ue0/Z00T OT/10p/0o" A3 1M Ake.d 1 jpul|uoy/:sdny WwoJy pepeoiumod ‘¢ ‘9202 ‘vE9.SH0Z



20457634, 2026, 3, Downloaded from https://onlinelibrary.wiley.com/doi/10.1002/cam4.71685 by Uppsala University Library, Wiley Online Library on [17/03/2026]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

(senunuo))
109[o1d uepsueIpIEN I9pIM ) UO SJordUIT YoIBISIY
(%S8) €€ 6¢ [e10L,
(poyuoworduur) suerpiens 309[[09 03 ISALIP
e urugisse pue own JUIALLIE JnOqe Wed)
[OIBISI ) YIIM UONBIIUNWWOI PO0ST YIIm
JSHI SIY) 93eSNITIA “IYSIU Je WIS SO Ie(] Ie
(%001) ¥ ¥ Furarire 9q Aew s1I 9[qrssod e jey) apnouf KYI[eUAPIFUOD ‘S)IJoURq/SULIRH SUOT}RIPISUOD [T
(pojuawdrdwur) UrI0y JUISUOD
(%001) % 9} pUAWE 10 0) PPE 0} paau ON SULIOJ JUSSUOD PUE S}AYS UOHJBULIOJUT s[errejew guroey yuedonied
(poyuowarduur) suoyd jo ad4) 10 ‘9qIn
(%001) 8 8 ‘uor31[a1 ynoqe suonsanb yse 03 paou oN sao 10y soping ordo) pue saareuuornsanb punoidyoeg S[00} UOT}OJ[02 Bl
(payusworduur jou) yg SO JO UoneIIIoR] pue ‘UONBI0[ ‘Aouanbaiy
(%98) 9 L pue U0 U2aM}2q 10J SOOI PIOH “21njonas ay) Surpnpur ‘so4d Jo dn-19s pue sonsido| sand
(pajuswerduur) equiad YIoON pue ‘equidd
yinos ‘emSun 1sopm ueqin ‘emsun yinos SIAIS 9N 03 J9YI_YM PUE ‘S[[BD JUSWIINIIAT
‘em3un YIIoN :SUOISSI AL S,pUB[SI oY} SIIPISUOD Jo Aouanbaiy pue awin ‘S[[BD JUIWIINIINI AW
(%L9) 01 ST Ieqizuez WOIJ JUSWIINIISI Je) SINSU 0) oy urpnpour ‘suerprens JInIoal 0y MOH suerpieng Jo JUSUNINIONY
(%001) T 1 (poyusworduur) T Apnis Ut SO 9N MIIAIIUI [ENPIAIPUIL 10 ‘O ‘Onbruyoa) ad10A03104J BJED 109[[0 03 POYIRIA
II Apn3s uo syoedur Yyo1easay
(%28) 1 L1 [e10L,
(payusworduur) s3a1ys-} S1a1Ys-) 309fo1d ue)sueIpIeno
(%001) T 1 193fo1d aABY PINOYS SIqUIDW VO P sIquaw g9 apraoid o3 uonsaddng so1do} 1930
(payusursrduur) oruro ASooouo oryerpad oY) JIsIA s1oujred 9)1AUT 0} IYISYM PUR ‘SINI[IOBF WOOI ‘}99UW 0} 9IYM
(%001) 0T o1 suerpiend sAep yim dep1aao jou prnoys sdoyssiop pue uaym Surpnjoul ‘paInjonas aq pinoys gvo Y3 MoH qV9O 9y} JO 2In30NIS
(payuswerduur) doysjiom oY) 910J9q SABP §
urese pue ‘doys3Iom JXaU 1) INOQe WA} PUITIAI sdoysyIom Usam1aq Ul SIOQUIDW VO YIm SI9quIaW
(%001) € € 0] 9OUBAPE UI SYO9M 7 SIOqUIdW g V5 }0BIU0D 91BOTUNWWO SI0JBUIPIO0d UOINGIIIU0d J1jqnd a3 MOH VD YIIM U0 BIIUNWUO))
(pajuswerduur jou) mouy| A3y jey) suerpieng urfred
(%0) 0 € £q s1oquowt g9 e1a sjuedonied Apnys 3niosy gVO 9Y3} 0] USUWI [BUONIIPPE JINIOAI 03 MOH SI9qUIDW g VO JO JUSUNINIOY
gVvD 2} uo s3oedul Yoreasay
pajuswddwr N UOIIepUdWWoddI pue uonsag§dns sjdwexy uonydriosap Lx08are) K10893e)
(%) u

's§o1 30edur ur paprooa1 10sfoxd ueHsuerprens 9pim o) pue ‘(11 Apnis) 309foxd oyy uryiim 11 Apmis ‘gvoO ) uo sjoedwl yoreasay | € ATAV.L

Cancer Medicine, 2026

8 of 21



n (%)
implemented
3 (43%)

3 (43%)

50 (79%)

N

7
7

Example suggestion and recommendation
Develop a mHealth intervention that does
not rely on smartphones (implemented)

Category description
project, for example, Smartphone or Dumbphone

Mode of delivery of the mHealth intervention to
be developed and evaluated in the GuardiansCan

(Continued)

|
Intervention

Category
Total

Total

Note: Categories of suggestions and recommendations made by the Guardian Advisory Board (GAB) alongside examples, numbers implemented into the GAB, Study II within the project (Study II), and the wider GuardiansCan

project are reported.
Abbreviations: FGD, focus group discussion; GAB, Guardians Advisory Board.

TABLE 3

3.4.1.1 | Meaning and Value

3.4.1.1.1 | Positive Experiences and Gratitude. GAB
members and coordinators described GAB members' contribu-
tion as positive, meaningful, fulfilling, valued, and even trans-
formative. GAB members felt supported, expressed gratitude
for the opportunity to contribute, and emphasized the impor-
tance of the initiative: “This initiative has been life-changing;
they have supported us in ways that are difficult to put into
words.” (GAB member 6, woman).

GAB members expressed a strong sense of pride in being re-
cruited: “I felt honored to be a part of it.” (GAB member 4, woman).
Coordinators also observed these positive experiences, and recog-
nized GAB members' enthusiasm and strong engagement, for ex-
ample: “Sometimes they call to ask about the next activity. They
will ask ‘when is the next workshop?”” (Coordinator 2).

3.41.1.2 | Support for Public Contribution in
Research. GAB members expressed support for the idea
that individuals with lived experience, particularly caregivers,
should play a role in shaping research, to ensure grounding in
real-world experiences:

If they [research team| had only consulted people
based on their [academic] level of education, they
might have gained a lot academically, but they would
have missed out on many insights from real-life
challenges faced by those directly affected.

(GAB member 9, man)

Others emphasized public contribution can build stronger, more
trustworthy research and should be embraced despite any per-
ceived challenges: “I would also like to advise other research-
ers not to be afraid of collaborating with the community. It may
seem costly or challenging, but in the end, you gain reliable and
valuable information.” (GAB member 7, woman). This view was
supported by coordinators, who voiced the importance of in-
volving the public throughout the research cycle to “get accept-
able and implementable solutions for challenges or problems”
(Coordinator 2).

3.4.1.2 | Motivation and Willingness to Volunteer

3.4.1.21 | Voluntary Nature of Contribution. GAB
members highlighted the importance of joining willingly
and understanding the purpose of the GAB: “I understood them
[the coordinators], and I felt comfortable joining. They explained
everything clearly to me, and after understanding, I willingly
and voluntarily decided to join” (GAB member 9, man). As a coor-
dinator explained, the recruitment process was planned to avoid
any coercion by “not using somebody they know, who they are
working with, so that they don't feel obliged to participate” (PC 1).

3.4.1.2.2 | Personal Motives. GAB members described a
variety of personal motives for contributing, including a sense
of responsibility as caregivers, a belief they were representing
others in similar situations, an opportunity to support other
guardians, a desire to learn, and the opportunity to gain valu-
able information:
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TABLE 4 | Personal impacts on Guardian Advisory Board (GAB) members recorded in impact logs.

Category Category description Example personal impact Number
Confidence and Increased self-confidence, sense of Appreciating being able to speak in 10
empowerment recognition, and belief in their own abilities front of people with higher education
than one's own, which gave confidence
Personal motives Motivation to support others, share Advising one another on how 6
knowledge, and be part of the solution, to support other guardians in
e.g., to reduce guardians’ abandonment of taking care of their child
children’s maintenance therapy for ALL
Motivation for Growing role in cancer treatment Restarting cancer treatment 5
caregiving decisions, e.g., ability to advocate for after previously giving up
proper care, and increased adherence
to their child's treatment
Building relationships Appreciation of meeting others, sharing Finding friends who can offer 4
and community experiences, and supporting one another ideas on caring for the child
engagement
Knowledge acquisition Increased understanding of ALL and GAB Understanding the ethical 4
members’ roles in the GAB/research principles of the research
Cultural reflection Reflections on caregiving roles Sharing that fathers may not count their 2
based on cultural norms child diagnosed with cancer as alive

Total 31

Abbreviations: ALL, acute lymphoblastic leukemia; GAB, Guardians Advisory Board.

Irealized I could find comfort in understanding how
these children live in such conditions. I also thought I
could gain insights or knowledge that would help me
in the future, especially in knowing how to care for
my child, who also has blood cancer. Through this
project, I knew I would gain valuable information

and different ways to navigate this situation.
(GAB member 1, woman)

3.4.1.3 | Suggestions and Areas of Improve-
ment. Although coordinators and some GAB members had
no suggestions for improvement, indicating satisfaction with
the GAB, some GAB members recommended including more
guardians from diverse backgrounds and different caregiving
experiences:

What I face with blood cancer may not be the same
as someone else's experience. So, if improvements
are being made, they should also take into account
conditions like skin cancer and kidney cancer—what
challenges do they [guardians] face?

(GAB member 5, woman)

Other members highlighted the importance of increasing geo-
graphic diversity: “There are certain regions where we feel
membership could be added. For example, we talked about in-
cluding more regions like Tanga.” (GAB member 9, man).

Inaddition, whilstsome GAB membersrequested higher compen-
sation, others proposed adopting more flexible communication

methods to improve accessibility, particularly for those with
limited resources: “We should be able to hold [GAB| meetings
using various methods. Those with smartphones should be able
to participate via phone... We also suggested that board mem-
bers be provided with smartphones because some do not have
phones” (GAB member 4, woman).

3.4.2 | Feasibility

We generated two categories: Barriers and challenges (three sub-
categories) and Facilitators (four subcategories).

3.4.2.1 | Barriers and Challenges

3.4.2.1.1 | Anxiety and Fear. Some GAB members
expressed initial hesitance, anxiety and fear, and safety
concerns, at times linked to recent events: “At that time,
there were reports of organ trafficking circulating online,
like kidney theft and other cases. This only increased our
fear” (GAB member 3, man). Some female GAB members
described concerns raised by spouses and family members,
reflecting the influence of sociocultural norms and gender
roles on household decision-making: “When I was selected
for the advisory board, I was ready and willing to take on
the role. However, since I am a married woman, when I told
my husband about it, he didn't easily accept it.” (GAB member
4, female). However, one disconfirming case described family
support: “I didn't face any challenges or difficulties because
I embraced this and discussed it at home.” (GAB member 6,
woman).
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TABLE 5 | Categories and subcategories derived from interview data related to each area (acceptability, feasibility, and impact) explored.

Area Categories

Category definition

Subcategories

Acceptability Meaning and value

Motivation and
willingness to volunteer

Suggestions and areas

Descriptions related to GAB
members finding their contribution
meaningful, valued, and aligned
with their expectations

Descriptions of GAB members'
motives and personal choices that
led them to engage with the GAB

Descriptions of GAB members'
suggestions made to improve the GAB

GAB members' and coordinators’
descriptions of experienced
barriers and challenges

GAB members' and coordinators’
descriptions of factors that facilitated
meaningful contribution

Positive experiences and gratitude
Support for public
contribution in research
Voluntary nature of contribution

Personal motives

Anxiety and fear
Knowledge and understanding
Travel and communication
Coordinator training and mentorship

Group support

of improvement
Feasibility Barriers and challenges
Facilitators
Impact Personal impact

Research impact

GAB members' and coordinators’
descriptions of how they had been
impacted on a personal level

Logistics and organization

Supportive and meaningful
engagement

Building relationships
Confidence and empowerment
Learning and knowledge acquisition

Motivation for caregiving

GAB members and coordinators

descriptions of how GAB members
contributed to the design of the project
through their lived experience

While GAB members viewed phone-based recruitment as prac-
tical and efficient, being contacted without prior context or per-
sonal connection made it difficult to build trust and understand
the purpose of the GAB: “I kept wondering, ‘How does this per-
son know me? I have a child with cancer—could they really be
at Muhimbili [hospital]?”” (GAB member 8, woman). For some,
being invited to meet unfamiliar people in a new place, with
limited information, caused initial unease: “People were ner-
vous going to meet someone you don't know, sleeping in a place
you've never been to, and not knowing who you'll be interacting
with.” (GAB member 1, woman).

3.4.2.1.2 | Knowledge and Understanding. Although
GAB members did not report challenges in this category, coor-
dinators expressed concerns related to GAB members' under-
standing of the project, overall research principles, and their
role, alongside worries about their “lack of confidence” (PC 2)
and unfamiliarity with research methods: “Of course, they can
come up with suggestions that are not good for science. Again,
you need to balance that.” (PC 1). However, coordinators also
mentioned that, with support and repeated engagement, GAB
members became more confident, gained knowledge, and devel-
oped a clearer understanding:

I was not sure if we were going to succeed in getting
what we thought we were going to get. I think
the second workshop was the point where they
understood their role. And once they did, everything
went very smoothly.

(PC1)

3.4.2.1.3 | Travel and Communication. Coordinators
reported challenges with travel for those living in remote areas,
requiring long journeys to attend meetings:

They need to have an overnight sleep somewhere [on
transit]. Initially, we didn't know that, so they were
coming straight from their hometowns. But then
they would arrive at 2 am, and in the morning they
have to go to the workshop, and they get so tired.
(PC1)

Additionally, inconsistent phone connectivity in certain regions
was a barrier: “You call them at one time, they are not reachable...
Because they are in a place where there is no connectivity.” (PC1).
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However, GAB members did not raise similar concerns, with logis-
tical arrangements considered to be handled in advance and with
care: “When I leave home, I plan accordingly and feel safe travel-
ling to and from the workshops. I also know that transportation is
available” (GAB member 6, woman).

3.4.2.2 | Facilitators

3.4.2.2.1 | Coordinator Training and  Mentor-
ship. Coordinators described being taught about public con-
tribution, which facilitated their understanding of the GAB's
purpose and how to work with its members. Training made
them feel confident in leading and coordinating activities,
and they appreciated the research team's support and guid-
ance. “I completed the training [on public contribution]. And I
thank the research team for that opportunity. So, that training
also helped me a lot to lead, or to coordinate, this study” (PC 2).

3.4.2.2.2 | Group Support. Support and encouragement
from one another, along with a collective sense of purpose
within the GAB, served as powerful facilitators. Being part
of an initiative that benefited families facing similar chal-
lenges, with a shared commitment and enthusiasm, was
important for continued active contribution: “As parents, we
found comfort in being there, seeing each other, greeting one
another, and meeting in person. We have become like family”
(GAB member 6, woman).

3.4.2.2.3 | Supportive and  Meaningful  Engage-
ment. GAB members found the environment supportive,
emphasizing the importance of being engaged in a way that
made them feel valued, heard, and connected to the project:
“The way they conducted themselves was so encouraging that I
never wanted to miss any upcoming workshops” (GAB member 7,
woman). Open, non-judgemental and transparent communication
and feedback facilitated this: “I felt the process was very transpar-
ent—whenever we discussed something, we received feedback,
and we could see that the suggestions we made were considered
and implemented accordingly” (GAB member 7, woman). By
acknowledging GAB input and visibly integrating it into project
decisions, GAB members felt empowered and their contribution
was reinforced: “After we shared our opinions, they accepted
them, adjusted their approach, and even praised us for being pre-
pared and offering good advice.” (GAB member 1, woman).

GAB members also emphasized the importance of equal
treatment, regardless of educational or social background, to
help dismantle perceived hierarchies and promote genuine
engagement:

[Coordinator] treated us as equals—they didn't look
at our education levels or anything like that. When
you sit with [coordinator], you feel like you are on the
same level, like they understand your position and
can walk in your shoes. [Coordinator| didn't create
a hierarchy. They helped me a lot in this research

because they never acted superior.
(GAB member 5, woman)

3.4.2.2.4 | Logistics and Organization. Practical and con-
sistent logistical support facilitated GAB contribution, including
timely communication, clear meeting schedules, and reliable
transportation arrangements:

If T needed to attend a workshop but didn't have
the money for transportation, the project provided
support, including transportation. That motivated me
to participate fully because I had no concerns about
transport or meals. So, I appreciated the support I

received.
(GAB member 2, woman)

Coordinators also recognized the importance of providing
GAB members with the necessary tools for contribution and
to help them feel valued, for example: “We give them branded
bags. We give them branded notebooks. We give them (name)
tags. So, they come like they are going to a proper confer-
ence” (PC1).

3.4.3 | Impact

3.4.3.1 | Personal Impact. We generated two categories:
Personal impact (four subcategories) and Research impact.

3.4.3.1.1 | Building Relationships. Meaningful,
trust-based relationships were developed among members
and coordinators. GAB members described building a social
network and collective group identity:

When one of us is going through something, another
offers advice on what to do. We've truly become like
a family, and as a family, we share so much. Even
beyond discussions about illness, we have built a
strong bond—and that, too, is a great benefit we have

received.
(GAB member 5, woman)

Building relationships with other guardians reduced feelings
of isolation and fear, fostered hope, and provided guardians
with an opportunity to share caregiving ideas: “I've found
some comfort, in knowing that I am not alone ... there was
a time I felt hopeless, but now I see hope at the end of the
tunnel” (GAB member 7, woman). GAB members valued con-
necting with different professionals in a collaborative and
supportive environment: “Another benefit of being part of this
initiative is the sense of unity. We interact with different peo-
ple, such as doctors, nurses, and other healthcare profession-
als” (GAB member 6, woman). These relationships created a
sense of community and mutual support extending beyond the
GAB's formal purpose.

3.4.3.1.2 | Confidence and Empowerment. Over
time, GAB members experienced increased self-confidence
and empowerment, particularly in relation to speaking during
workshops:
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The greatest benefit I've gained is self-confidence—
the realization that I can stand in front of people and
speak about something. I considered myself just an
ordinary person, and I thought that if I shared my
ideas elsewhere, they might not be valued. But today,
I am speaking in front of doctors and international

guests, and my thoughts are being respected.
(GAB member 7, woman)

3.4.3.1.3 | Learning and Knowledge Acquisition. GAB
members reported deepening their knowledge, particularly
about caring for their own children: “I learned a lot. First, I
gained experience and understood how to access services more
easily. I also realized the importance of psychological support
when facing challenges” (GAB member 2, woman). This learn-
ing also gave GAB members a sense of hope: “We need to guide
them [the child with cancer], just as we would guide any other
child without this illness. That way, even though my child has
this condition, they too can have hope for life.” (GAB member
1, woman). GAB members also reported learning more about
research and developing communication and discussion skills:
“We learned a lot while creating the consent forms, including
the importance of voluntary participation. We also learned to
engage in discussions, further develop this project, and encour-
age our peers” (GAB member 2, woman). The anticipation
of learning something new was expressed as motivating con-
tinued contribution: “I would be eager to know what new topic
would come up next time. That's why, when the meeting day
arrived, I always made sure to attend” (GAB member 1, woman).

Coordinators described growth in their own knowledge and
research skills in public contribution: “Being one of the coor-
dinators has helped me a lot to put the theoretical knowledge
gained in the training into practice” (PC 2). Coordinators also
reported developing a better understanding of guardians: “But
another benefit, I have received working with the GAB members
to understand their needs or requirements, and the challenges
they are going through” (PC 2).

3.4.3.1.4 | Motivation for Caregiving. Contribution pro-
vided GAB members with a sense of purpose, responsibility,
and fulfillment associated with their caregiving roles. For some,
contribution reinstigated care, such as resuming taking their
child to follow-up visits: “This board has awakened something
in guardians who had given up and left their children without
treatment. When awareness is raised, a guardian finds them-
selves taking the child for treatment. This is a very significant
contribution” (GAB member 5, woman). For others, it strength-
ened their commitment to their child's care: “I have gained so
much from these meetings, even in caring for my child ... I have
never missed a single appointment for my child [since contrib-
uting to the GAB]—not even a single dose of medication or any
treatment.” (GAB member 4, woman).

3.4.3.2 | Research Impact. In shaping research, GAB
members provided a deeper understanding of contextual
and cultural considerations, including challenges not previ-
ously considered or described in the literature: “So, it's that
understanding that maybe, when you plan, that you don't get in
the literature, you cannot review in the literature” (PC 1). GAB

members provided crucial guidance on culturally sensitive com-
munication strategies, including the emotional impact of lan-
guage and question phrasing:

When asking a parent a question, the first question
should be about the child's well-being. If the child is
no longer present, and you start asking about them,
it could be painful for the parent. So, we designed
questions to ensure we approach the topic sensitively.

(GAB member 5, woman)

GAB members and coordinators reflected on the impact of their
contribution on the design of Study II, including shaping the
study protocol, using understandable and inclusive language
in study materials, raising ethical considerations, and inform-
ing focus group topic guides, for example: “They shared their
suggestions on different questions mentioned in the interview
guides ... they helped a lot with making sure that the questions in
the interview guides are very clear.” (PC 2). GAB members also
helped identify potential challenges and practical solutions, for
example, related to recruitment strategies: “I also suggested that
for numbers that don't ring at all, we should increase the num-
ber of attempts significantly and call at different times” (GAB
member 9, man).

3.5 | Mixed Methods Analysis

The side-by-side comparison table (Table 6) provides finding
summaries from each data source (recruitment, impact log
data [research and personal impacts], interviews) and meta-
inferences developed through data triangulation for each key
topic (n=15) identified across datasets. Key topics are grouped
into the following areas: acceptability, feasibility, and impact on
the GAB and/or the research. We summarized the data for each
type of meta-inference (convergence, n=2; expansion, n=7;
complementarity, n=3; silence, n = 3) below.

Whilst convergence between datasets was apparent regarding
the impact of GAB members' contributions on the research,
e.g., “Materials” and “Ethical considerations,” for the major-
ity of topics, datasets expanded upon each other. For example,
in the topic “Support of and communication with members,”
quantitative data expanded on qualitative data, suggesting
support and communication was acceptable and also offered
suggestions and recommendations for improvement. For the
topic “Recruitment to and composition of the GAB,” qual-
itative data offered suggestions for addressing recruitment
challenges beyond those provided in the quantitative data.
For all topics within “Impact on GAB members,” qualitative
data expanded on the quantitative data by providing deeper
insights into how and why GAB contribution resulted in per-
sonal impacts, how members felt about these impacts, and
how coordinators perceived them. In terms of impact on the
research, datasets expanded upon each other by describing
some overlapping and some unique contributions of members
to “recruitment strategies.”

Complementarity information was offered by the datasets for
three topics. To improve the “Practicalities and structure of the

Cancer Medicine, 2026

13 of 21

85U8017 SUOLILLOD BAITea.D 3edljdde aup A pausenob afe sejoie YO ‘8sN JO S8|nJ oy A%eiq1T8UlUO A8]IM UO (SUOTIPUOD-PUB-SWLRI WD A8 | 1M AleIq 1 BUI|UO//SANL) SUORIPUOD pUe SWiB | 8L 885 *[9202/20/LT] uo AriqiTauluo &M ‘Ariqi Aisienun eesddn Aq G89T. #Ue0/Z00T OT/10p/0o" A3 1M Ake.d 1 jpul|uoy/:sdny WwoJy pepeoiumod ‘¢ ‘9202 ‘vE9.SH0Z



(senumnuo))

®lRp 9AnIRINIUEND UT 90UI[IS

e)ep 2AnBINUEND UT seAnjow uo joeduwr
SNSIaA BIRp aAnjeII[eNnD Ul passnosip
saAapour [eurdnio :Ajrreyuswaduwo))

UOTJBULIOJUT JUSTUITNIOAI UT
PAIYSIYSIY SONSST JUSUIIINIIAT
Jurssarppe 10y suonsaddns 1opeoiq
paI193j0 eIEp 2AnElITEND :UOISURAXY

pajuswd[duwl pue Spe I19M
juswaAo1durt 10y suonsagsns
aAnyeInuENb ‘@jep 2AnyeRIIfEND A1) UI
a[qe)dadoe pawaap Is[iym :uorsuedxyg

jusuresoidwt 10§ suonsaddns
JUQISHJIp popraoid sjosejep aanelenb
pue aaneIUEND o) :AjreIuswRdwo)

yoreasar Surdeys ur ojo1 e Surkerd sousrradxa paar
[3I1M STenpIAIpul jo doueltodwil ay) paziseydurd pue
“uowradedus UoIlS pue WSLISNYIUS PIMOYS ‘9INQIIFUOD
03 K&yrunjzoddo oy 107 opnineIs3 passaidxa SI9qUISN
*oprad pue I0UOY JO 9SUSS B SIOQUIAW dA€S )] "panfeA pue
Gurryng ‘nySuruesur ‘oanisod se UOHNQIIIUOD SISQUIAW
PaqILIoSap SI0JRUIPIOOD PUB SIdqUIAW VO YI0g

SISYJ0 PUE SIA[OSWAY) 10§ SUrpuelsiopun
aao1duIl pue uoljeULIOJUL dIRYS pue Ules 0}
Kyrunyzoddo a3 pue ‘suorenyIs IB[IWIS UT SIYI0
Sunuasaxdar ur Jor[aq ‘s1oardored se Liiqisuodsax
Jo asuas e Surpnyout ‘yaed Surye) 10y oAl OUT
reuosiad snoriea passaIdxs sIoquiow gy o

suoneoo] [ed1yde13093 9SI9AIp 210W WOIJ pue
‘soouarIadxa SurAIgared JUAISHIP UM ‘Spunoidyoeq
9SIATp w01y suerpIens arow SUIPN[OUT POPUSWWOIAT
s1oquioly esodind sIy) puejsiopun pue jsnyj piing
0 J[NOLJIP 31 9peW J1 ‘JUSIOLIJO pue [eonoeld sem
JUSWIIINIOAIL Paseq-auoyd I[oJ SIOqUISUW A[TYM VO Y}
Jo asodand oy Surpueisiopun pue ASUI[[IM VO )
Sururof jo soueyroduir ay) paziseydurd sI9qUIDW gV

punoidyoeq jo sso[predar ‘A[renbs pajean) Sureq jo
pue 309fo1d oy} 03 pajosuU0d puk ‘preay ‘panjea SurRej
Jo douelroduul oY) paziseydws A9y ], *SI0BUIPIOOD
WOoIy uonedIunwwod feyuswdpnl-uou pue uado
‘quaredsue) o3 anp pajroddns j[oF s1oquOW JVH
‘189 pue A)91XU® Jo SFUI[OJ [eNIUT dwos )1dsaq
*s103e3I[10€] [N1omod Sk PaAIds gD oY} uryiim asodind
JO 9SUIS SATIO[[0D B puUE Idyjoue duo woiy jroddng

Ay111q188909€ 97e31[IoR] 03 suonido Sunoaw 9SISAIP
‘souoydjrews <89 ‘SPOYIoW U0 BITUNUITOD J[GIX[J
a10w po3sadsns szoquiow pue ‘oyedronied o) S[00}
A1eS$900U 1M s1aquawr Surpraoid Jo soueltodur
9} PIIOU SI0JRUIPIOO)) “9SBAIOUT UL FUTUBM SWOS
Auo yim ‘a[qeidadoe sem uonesuadwo) “(papraoid
Apeaire 110ddns eonjoeld o) 03 anp A[eg1e[) J0Uu
PIP SISQUIDW VO ‘UOTILIIUNWUIOD PUB [9ARI} 0)
Ppajeral sagua[[eyd paIsadsns s10JBUTPIOOD IS[TYM

palrodarjoN

uonnos at jo 3red aq
pue ‘oSpa[mouy aIeys ‘SIaYI0

j10ddns 03 suonjeapowr Jurpnout

sjoedwt euosiad pajiodar 9

SBIq UOI)OI[aS JO YSII 0 anp
pajuswardur (SOTUI [890]
pue s1oquiaw SUTISIXd BIA

9°T) pajuawadwil SI9quUIaW
VD [eUonIppe JNId3I 0)
MOY UO SUOH)BPUSIWUIOIAT

pue suorsa33ns Jo %0

pajuswd[dwil SI9quIaw
VDO YIM U0 BIIUNUITOD
UO SUOIJBPUSUITOIAI PUE
suonsadans jo (¢ =u) %001

pojusursrdur syarys-7, 303foxd
M sIoquIaW g o) apraoid o3

uonsagsdns fpajuswarduwir (sroujred

9JIAUT 0) IOYIOYM PUE ‘SINIIOE]
WIOOI }39W 0} dIdYM PUB USYM
9'T) POINIONIIS 3q PINOYS VO
3} MOY UO SUOIJBPUIWUIOIAT
pue suonsag3ns jo (0T = u) %001

V/IN

V/N

P9IINIOAI SATRW
7/SO[eWdf L
£91q13110 pauoyd
suerpiens 9
JO 8T s[Ted
suoyd 65T

V/IN

V/IN

avoay
ur jxed Surye)
SpIemo) s3uIfe9]

QIURIJUI-BIIA

SSUIpUIJ MITAIIIUL PAINIINIIS-TUIAS JO ATRUTUING

(eS30eduur [euosIad pue Yoreasar)

ejep Sof yoeduur Jo Arewruung

JUAUNININY

sIoqUIOW FVO
qvo ayj ur yred uo joedwr pue
9®) 01 SUOIIBATIOIN Aynniqeidadoy
dvD eyl jo
uonisodwod pue
0] JUSUNINIONY
sIoquIdW gy O
I UOTIBOTUNUWITOD
pue jo 110ddng
dVO 93 JO 2In)oNnjs Aypiqisesy pue
pue sanifesnoeid Annqeydasoy
ordoy £33 BAIY

*S9OURIRJUI-BIAW Paje[al pue d1do) £33 yoea 10J 93IN0S BIBP YoBd W0l sSuIpulj Jo sarrewrwins urmoys sjqe) uosrreduiod apis-£q-apis |

9 H1dVL

20457634, 2026, 3, Downloaded from https://onlinelibrary.wiley.com/doi/10.1002/cam4.71685 by Uppsala University Library, Wiley Online Library on [17/03/2026]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

Cancer Medicine, 2026

14 of 21



20457634, 2026, 3, Downloaded from https://onlinelibrary.wiley.com/doi/10.1002/cam4.71685 by Uppsala University Library, Wiley Online Library on [17/03/2026]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

(senunuo))

seapr urardared jo urreys pa[qeus pue ‘odoy
P919)S0 ‘Te3J pue UONIE[OST JO SSUI[9J PaoNpaIx
UOIYM I[N dI0M AJJUSPT SAIIII[[0I PUE JI0M)SU
[€100S © MOY PAqLIdSIP SISqUISJA *SI0JBUIPIO0D
pue s1oquiowr Suowe sdIysuone[a1 paseq-jsnij

Iayjoue auo Sunioddns pue
‘soouarradxa Surreys ‘s1ay3jo
Sunesur jo uoneroaidde Surpnpour

juowadedus
Ayrunwwod pue

‘InjSurueawW U paI[NSaI UONNQLIIU0D VO sjoedwl [euosiad pajiodal ¢ V/N sdrysuonera1 Surpymg
juswagedus pajeadar pue j1oddns yym Suraoiduwr
Surpuelsiapun yons pajou SI0JBUIPIOOD PUE ‘S[[INS [01B3SAI pue gV )
UOISSNOSIp pue uoredrunurwod Surdofaaap pue Ul S3[0I SISqUISW V5 pue
TOIBISAI JNOQE 2I0W FUTUIEI] PASSNISIP OSTe A3 I, ewoydwA] onsejqoydwAy 9jnoe
‘a1ning oy} 10J adoy way) 9AeS YOTYM ‘UIP[IYD UMO Jo Surpue)siopun paseaIour
1193 10y urred noqe Aprenonred ‘93pajmousy| I19y) U0 PasnNo0] a3paymous| uo uonismboe a3pajmouy
pauadaap sdoysrom moy pajiodal sequiawl o sjoedwr [euostad pajioda 4 V/N pue Surures]
9I©9 S, P[IY9 I19Y) 03 JUSUWIWWOD I13Y)
paua)Suans Yorym sa01 JuTAISoIed 1107} Yim 90UDIAYPE. JUSWI}BAT) PASBAIOUT
pajeroosse Juaw[[Iny pue ‘Aijiqisuodsai ‘osodand jo pue a1ed 1odoid 10 Surjed0ApE UO Surardared
9SUDS B IIM SIdqUIdUI ap1aoid uornqriyuo asnooj syoedut [euosiad pajiodar 10J UOT)BATIO
soanoadsiad 11oy) Suippe £q e1Ep i q qVvD papt nnqriuod p ¥ S} I P93 S V/N J UOeAIOIN
aanenuenb ay) uodn papuedxs pue Yim juswagedus pajeadar pue j1oddns yym Suraordur
Ppag1aAu00 s310dar s103RUTPIO0D Joedul 9OUIPIFUOD SIqUISW D PIIOU SI0JBUTPIO0D
Jnoqe s3UI[dY sIequiaw pue Joedur 10§ *s3ySnoty 11oy) Surreys pue sdoyssrom Surmp SINI[IqE UMO JI3Y) UT JOI[2q pue
suosea1 Surpnjour uonedonied gyvo Juryeads a[qejiojwoo 3jo7 A[3ursearout Loy ‘UonIu30931 JO ASUIS ‘DOUIPIFUOD
Jo 10edwr [euostad oY) ojur sIyYSISuT ‘ordwrexa 10§ ‘yusurIomoduws pue d0UdPIFU0I-J[3S -J19s paseaIou] Jurpnour jusuIomodurd sIoquIauI
10doap pappe eiep aanelfenb :uorsuedxyg PaseaIdul paduaLIadxa sIquIaW gyO QU I9AQ sjoedwr [euostad pajrodar o1 V/N puE 30UIPIFUOD gvo uo joeduy
OUIIJUI-BIIN sSUTpUI MITAIIIUT PAINIINIIS-TWIS JO ATewring  (yS3oeduwal [euosIad pue yoIeasar) JudunINIdY ordoy £33 vaIY
ejep Soy yoeduur Jo Arewruing
(ponunuo)) | yATAVL

150f 21

Cancer Medicine, 2026



-31qedrdde jou st pajuswardwr oSejussiad oy se parrodal axe syoquinu A[uo
‘syoeduit [euosiad 10, "parrodar are joaford ueysuerpieny 1opim ay) pue ‘(11 Apmis) 30afoad a3 uryim 11 Apnis ‘g vo Y} 0jul pajuswajduil SUOEpUSW IO pue suonsaSsns Jo equinu pue a8ejusdrad oy ‘sjoedwl YoIeasal I0,],

‘pIeog AIOSIAPY SUBIPIEND ‘g VO [UOHBIARIQQY

®Jep 2A1IBII[END UT 20US[IS

suorNqrIuod anbrun suros
pue Surdde[1oao swos pauonuswW
sjasejep Yjoq uoisuedxy

e)Rp 2AnRII[END UT 90UA[IS

EbliEAETN (e

ERliErAEIN (Vo)

PoINQLIIU0D SISqUIAW AYm
pue moy painjded ejep aanelfenb
‘suonsod3ns reonoeld parnyded
')ep aaneInuenb :fyrejuswsduwio)

PIsSNOSIp 10N

SUOTJEN)IS ,SAI[IUIEJ 0) PIO[TE) SAIT2IeI)S
UONBIIUNWIWOD SB [[9M Sk ‘S[[ed auoyd jo Aouanbaigy
pue Surwn ay) Surpnpout ‘sardarens JusUINIISI
Sururgar pue sagud[[BYd JUAUNINIOAI SUTAJIIUIPT
Ul SI9QUIdAW JO UOIINQLIIU0D JuedlyTusIs oy}

U0 PIJO3[Ja1 SI0JRUIPIOOD PUB SISqUISW VO

(an0qe 995) pauonuawt sapIng ordol A[uQ

$9559501d UO1}03][05 BIEP PUB JUSWIINIIAI
3} UT SWIAOUOD [eJIYIR [enjuajod Sulssaippe
pue SuIAJ1IuapI 0] UOHNQLIIUOD SIqUISTU
paziseyduwa S10JeUIPIOOd PUE SIqUIDW VO ylog

oFenSue| oAnISUSS puUE ‘O[qEpUEISIOPUN “DAISNOUT SUISN
ur pue ‘ssoudjerrdordde einymo pue Lyrrepo Suraordur
ur Ajrernonied ‘soping o1do) pue saireuuonsonb
uo sjoedwIl PaJOU SIOJRUIPIOOD PUE SIIqUIAW JV O

soouartadxa pue apajmouy] sjqenjea SULIRYS PUE ‘IXIUOI
pue Spaau 119y} jo Surpue)sIapun 19333q & 03 SUNNQLIIUOD
QINJBINNI] 9Y) UI PaqLIdSIP IO PIIPISU0D A[snorasid
jou SHYSIsul [eIn)nd SuLIdfjo ‘saandadsiad anbrun pue
Jua1dyyip Surpraoxd Aq yoIeasal ) JO 9OUBAJ[I pUE
Ky1renD [[BI0A0 9} PIOUBYUS SI9QUIAW PaZPa[mous|oe
A9y 1, 'IT Apn3S UO SUOINQLIIUOD SISqUIAW Jo Joedwul
91} PIIOU SI0JRUIPIOOD PUE SIdQUIAW VO T[BIAQ

pajuswd[dw SUOIEPUSUITOIAT
pue suorsad3dns Jo (L/€ =U) %Eh

(s11e2 auoyd jo Surwin ay)
jdepe pue ‘SeoUISFJIp TeUOISAI
I9PISU09 03 “*§-9) pojuswodurr

SUONEPUSWWOII pue suonsad3ns
JUSUNINIINI JO (ST/OT =U) %L

pajuaws[duur dn-}9s pue sonsi3o]
suorssnosip dnois snooy uo
SUOTIEPUSUITIOIAI pue suonsagdns
Jo (L/9 =) %98 ‘paruswadur
BJEP J99[[00 0] POYIU B SB
sdnoi3 snooj asn 03 uorsedsng

pojusursrdur arom
A)ITeIIUSPIFUOD PUE S)JOUSQ/SWLIBY
SurpIedar suonepuULW 0T
pue suonsagdans jo (4 =u) %001

pojuswe[dwWT SULIO] JUISUOD
PUE $3991[S UOIILWLIOJUT 1O]
SUOI)BPUSWIWIOIAI pue suonsagsns
Jo (¥ =u) %00T "pruswerdwr sopms
o1doy dnoi3 snooj pue sarreuuonsanb
punoidyoeq 10J SUOIIEPUIW O]
pue suonsad3ns jo (8 =u) %001

pajuawR[dW 919M UOIUSAIIIUIT Y}
10 IT ApnjS 10J SUOT)EPUSW W0
pue suonsagans Jo (9/9€ =u) %8L

V/IN

V/N

V/N

V/IN

V/IN

V/N

UOTJUDA IO

suerpiend
JO JUSUIIINIONY

SUOISSNOSIP

dnoid snoo,g

SUOIRISPISUOD [BIIYIT

STeLIdJeIA

[OI8aSaI Y} U0
joedul [[BI9AQ

[0I8asal
uo joeduwy

QIURIJUI-BIIA

sSuIpuIy MIIAIIIUL PAINIONIIS-TUIIS JO LTewruIng

(es39eduur [euosIad pue Yoreasa)
ejep Sof 1oedwr Jo Arewruing

JUBUWIINIOIY

ordoy £a3]

vaIy

(panunuo))

| vdTdVL

20457634, 2026, 3, Downloaded from https://onlinelibrary.wiley.com/doi/10.1002/cam4.71685 by Uppsala University Library, Wiley Online Library on [17/03/2026]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

Cancer Medicine, 2026

16 of 21



GAB,” quantitative and qualitative data provided different yet
complementary suggestions. For “Motivations to take part in the
GAB?” in the qualitative data, original motives were described,
whereas the personal impact of being a GAB member on these
motivations was reported in the quantitative data. For “Overall
impact on the research,” quantitative data showed the extent to
which members' suggestions were implemented and qualitative
data captured how and why members were able to impact the
research.

Where there was silence in the quantitative data, qualitative
data provided information on members' overall “Feelings to-
wards taking part in the GAB,” including their views on the im-
portance of public contribution, and coordinators’ perceptions of
their contribution. On the other hand, quantitative data demon-
strated the impact of GAB members’ suggestions regarding the
“intervention” and “focus groups,” however the qualitative data
was silent on these topics.

3.6 | Economic Costs of GAB Contribution

The cost was approximately 10,746 USD. This cost included:
transport (2687 USD), accommodation (1657 USD), meals (758
USD), reimbursement costs (e.g., daily allowance equivalent to
the government daily subsistence allowance for ISCED level 4
personnel) (2109 USD), management cost (venue hire and ad-
ministration support) (3108 USD), and stationery (427 USD).

4 | Discussion

To our knowledge, this is the first study to examine the accept-
ability, feasibility, and impact of public contribution in health
research in Tanzania. Findings from impact logs and interviews
suggest public contribution activities had an impact on the re-
search, with 79% of suggestions and recommendations imple-
mented. Findings also revealed GAB members and coordinators
found public contribution activities acceptable and feasible, re-
sulting in personal impacts for GAB members, including build-
ing relationships, increasing confidence and empowerment,
acquiring knowledge, and motivating caregiving.

Similar to other research [45], contribution impacted sev-
eral important research design decisions. Of the suggestions
and recommendations informing Study II, 85% (33/39) were
implemented, similar to the 81% implementation rate re-
ported in impact logs for an RCT of a digital intervention for
schizophrenia-spectrum psychosis [40]. Qualitative findings
converged with and extended quantitative findings, with GAB
members and coordinators considering GAB contribution
to impact the research. For example, GAB members recom-
mended using focus group discussions rather than photovoice
techniques, changing the design of Study II [16]. Other re-
search suggests public contribution can facilitate using more
pragmatic study designs and raising considerations research-
ers would otherwise fail to anticipate [29]. The recommenda-
tion not to use photovoice in the GuardiansCan project was
of particular interest given photovoice techniques are recom-
mended with seldom-heard and marginalized populations and
are used in both HIC [46, 47] and LMIC settings, including

Tanzania [48, 49]. We originally suggested using photovoice
techniques to facilitate guardians' verbal expression of emo-
tions and experiences [50], which may suggest we held incor-
rect assumptions about the population's ability to verbalize
their emotions and experiences. This may have led to using
an uneccessary, or even unacceptable, study design. Failure
to embed public contribution in African research settings has
been suggested to risk using inappropriate research protocols
for the local context [51].

A further impact on the research from quantitative data con-
cerned the type of mHealth intervention to be developed in the
GuardiansCan project. Initially, we proposed exploring several
mHealth delivery options (see ref. [16]). However, GAB mem-
bers recommended, due to minimal smartphone, the only fea-
sible solution would be a dumbphone intervention, for example,
an SMS intervention. Interestingly, there was silence in inter-
view data regarding this impact. However, interview findings
provided complementary information to impact log findings re-
garding the overall impact on the research, with coordinators
describing how GAB members raised cultural considerations
not previously considered or described in the literature. Such
impacts underscore the importance of embedding public contri-
bution into research in LMICs to facilitate generating contextu-
alized knowledge [28] and ensure local needs and preferences
are recognized and prioritized.

Building trust with GAB members was a key facilitator for
public contribution activities, as recorded in impact logs and
expanded in interview data consistent with previous research
[52]. GAB members described initial anxiety, fear, and hesita-
tion when approached to join the GAB, shaped by contextual
factors, that is, reports of organ trafficking and sociocul-
tural norms and gender roles shaping household decision-
making. Building trust may be particularly important when
working with underrepresented or seldom-heard groups [53]
Qualitative findings suggested open communication, feed-
back, and mutual respect were essential facilitators for build-
ing trust. Other research [54] has identified insufficient and
poor communication with public contributors, for example,
regarding how suggestions and recommendations are used,
is a barrier to effective public contribution. Wider literature
also suggests the importance of involving public contributors
in decision-making and ensuring regular feedback and trans-
parent communication [55]. Our qualitative findings also
highlighted the importance of treating GAB members equally
to dismantle perceived hierarchies between contributors and
coordinators. Equitable power sharing between public con-
tributors and research team members has been identified as
a facilitator to public contribution in the wider literature [56].
We designed public contribution activities to be led by local re-
searchers in Tanzania (i.e., coordinators) to facilitate a deeper
contexual understanding and trust [19], which may explain
how initial hesitancy was successfully overcome.

Several personal impacts were reported in impact logs and
expanded on in interviews. Whilst focus on identifying the
impact of public contribution on research is growing, less
is known about the personal impact on those involved, e.g.,
public contributors and the research team [52]. Identifying
personal impacts is especially important, given public
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contribution is justified both by its potential to improve re-
search and its recognition as an important human right [57],
especially when involving seldom-heard groups and under-
served communities [55]. One important personal impact re-
ported by GAB members in impact logs and expanded upon
in interviews was the benefit of social support from others in
a similar situation. GAB members also valued building rela-
tionships with the coordinators. Similar benefits have been
reported elsewhere [52], highlighting the importance of de-
veloping long-term relationships to successfully embed public
contribution into research.

Another significant personal impact reported by guardians was
increased adherence to their child's cancer treatment. Findings
from impact logs and interviews highlighted one GAB mem-
ber resumed cancer treatment after stopping treatment, and
others became more motivated to adhere to their child's treat-
ment. Similar findings have been reported elsewhere, includ-
ing increased knowledge about their health condition [52] and
improved medication adherence [54]. Increased adherence may
have long-term impacts on the health of children cared for by
GAB members.

Our findings suggest compensation provided to GAB members
was acceptable, with only some suggesting an increase. There
is wider debate concerning how public contributors should be
compensated to address economic disparities, especially when
advisory boards include both public and professional members
[58]. GAB members mentioned other compensatory facilitators,
e.g., providing smartphones to help sustain communication and
facilitate contribution without needing to travel long distances.
However, our findings suggest providing travel and living costs,
and an allowance equivalent to the government's daily subsis-
tence allowance for ISCED level 4 personnel to guardians in
Tanzania may be acceptable. The total cost of public contribu-
tion activities was 10,746 USD (excluding coordinators' costs).
To our knowledge, public contribution research in Tanzania [59]
and other SSA countries [28, 60, 61] has not reported the cost of
contribution activities. In a review of public contribution in can-
cer research, only one-third of papers provided any description
of costs/remuneration [62]. Comparing costs with similar activ-
ities is therefore not possible. As research in LMICs often has
lower budgets than in HICs [61], whether our costs are realistic
or sustainable in similar LMIC contexts is a question warranting
further investigation. If public contribution is to be widely em-
bedded in Tanzania, there is a need for national-level guidance
on financial compensation and wider budget considerations to
be co-developed with public contributors to inform sustainable
public contribution in the setting.

Interestingly, while coordinators raised logistical barriers in in-
terviews, GAB members did not. This suggests the time and re-
sources invested in coordinating GAB activities were important
to ensure acceptability and feasibility. However, coordinators
and the research team, identified feasibility concerns, particu-
larly the poor quality and incompleteness of records from the
Office of Medical Records, which raised ethical considerations
regarding the recruitment of guardians. For example, of the 62
guardians reached over the phone, 24 children had died, and in
seven cases, the child had not been diagnosed with ALL. This
raises ethical considerations regarding recruiting guardians

from MNH records. In 2018, a certified cause of death was avail-
able for only 10% of expected deaths nationally in Tanzania [63].
Researchers recruiting via medical records in Tanzania, where
the death rate for the condition is high, e.g., childhood cancer,
should have standard protocols to manage potential ethical
considerations.

4.1 | Methodological Considerations

This study has limitations. We did not interview wider research
team members. While not directly involved in public contribu-
tion activities, wider research team members reviewed impact
logs and discussed suggestions and recommendations for imple-
mentation. Some impacts may have been missed by only inter-
viewing coordinators and GAB members, e.g., there may have
been cultural impacts particularly salient to non-Tanzanian
research team members. Our own preconceptions about the
benefits of public contribution may bias results. To mitigate this
risk, interviews were conducted by interviewers not involved in
public contribution activities, and impact logs and interviews
were analyzed by a research team member not involved in pub-
lic contribution activities. We used impact logs and transformed
this qualitative data into quantitative data [33] to calculate the
percentage implemented. Impact logs are not standardized
quantitative instruments with established psychometric proper-
ties and do not account for factors such as the relative weight,
complexity, or significance of suggestions or recommendations
[41]. Other authors have highlighted the absence of validated
quantitative instruments for measuring the impact of public
contribution and have called for further research in this area
[64]. However, by undertaking a mixed-method analysis, we tri-
angulated impact log data with interview data to enhance cred-
ibility and reviewed impact logs with GAB members to support
trustworthiness. In addition, using multiple researchers in cat-
egorizing and counting entries helped to enhance consistency
and reduce researcher bias.

Despite these limitations, there are important strengths. Our re-
cruitment strategy involved attempting to contact all guardians
who met the inclusion criteria, resulting in recruiting guardians
from a wide geographical area and with different relationships
to the child. Recruitment strategies commonly used in pub-
lic contribution activities, e.g., choosing contributors already
known to the research team, have been criticized for exclud-
ing underserved groups [52], which may exacerbate existing
inequalities. Random sampling methods have been advocated
for recruiting public contributors; however, such strategies are
seldom employed [65].

An additional strength was using impact logs and interviews to
examine the impact of GAB contribution. A recent systematic
review of reviews on the impact of public contribution found
84% of papers failed to report how they measured reported out-
comes, or reported outcomes were based on authors' reflections
[46]. Furthermore, we used a mixed-methods approach, inte-
grating transformed impact log data with recruitment data and
interview findings using a side-by-side comparison table [33, 34].
Through data triangulation, we generated meta-inferences to
demonstrate when and how datasets were convergent, comple-
mentary, expanded upon each other, or were silent in relation
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to key topics arising across datasets [35]. We clearly and trans-
parently illustrated the value of including both qualitative and
quantitative data in terms of them offering both convergent and
different insights.

5 | Conclusions

Our findings suggest GAB members contribution was ac-
ceptable and feasible and had several impacts. Impacts on the
research were demonstrated by 79% suggestions and recom-
mendations being implemented and were complemented or ex-
panded upon by qualitative findings. Personal impacts on GAB
members include building relationships, increasing confidence
and empowerment, acquiring knowledge, and motivating care-
giving. By demonstrating the acceptability and feasibility of em-
bedding public contribution into a Tanzanian research project,
we hope other researchers in Tanzania will consider public con-
tribution activities in their own research.

We will continue to embed public contribution into the
GuardiansCan project [16], record public contribution activities
and perceived impacts in impact logs, calculate implementation
rates, and conduct interviews with GAB members and coordi-
nators at the end of the project [16]. We will report end-of-study
results upon project completion. Our ongoing mixed-method
examination of public contribution activities throughout the
GuardiansCan project will provide additional guidance on how
to involve public contributors in research in a meaningful way
in a long-term research project. Long-term contribution facili-
tates movements beyond reportedly tokenistic public contribu-
tion activities in both LMIC and HIC settings. Furthermore, we
hope public contribution can facilitate more equitable research
partnerships between LMICs and HICs. In fields such as pedi-
atric oncology, where the emotional and psychological toll on
families is immense, public contribution may be particularly
valuable to ensure research addresses real-world concerns and
leads to outcomes with direct, practical benefits.
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