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What's already known about this topic?The few sudies examining disclosure of melanoma-
related genetic test results to family memiterge beeitimited to highrisk individualswith a
family or personal historgf melanomaand have followed testing feariants in singlggenesof
high or moderatpenetrancel.ittle is known abouteactionof thegenerapopulation tomelanoma
genomic riskiinformation (based on common, low-modgratetranceariants)and whether this

information cartrigger conversationabout melanoma prevention askin examinations.

What does this study add?'his mixed-methods study found that receiving personalised genomic
risk of melanoma information prompted conversations about sun protection (e.g. sunscreen use) and
skin examinations, particularly with family and health professionals, and §enaxersations

about melanoma risk with friendBhe concept of ‘shared risk’ waften used when discussing
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personalised risk information with family members. Communication withthpedifessionals was

more frequent among higisk participants.

What are the clinical implications of the work? Providingpersonalisednelanoma genomic risk
information to thegenerapopulation can promptsk-appropriatediscussions abowkin cancer
prevention andsskin screening behaviowith family and healtlprofessionalsSharing

personalised riskaformation with others might increase the impaateaieiving thisnformation on
melanomarpreventioandskin examination behaviours, atids processould be used to encourage

healthy behavieur-ehangdthin families

ABSTRACT

Background:'Receiving information aboumelanomayenomic risk might triggeconversations
aboutskin canceprevention andgkin examinations.

Objectives Torexplore conversations prompted by receiving pergaagenomic risk of
melanoma witlfamily, friends and health professionals.

Methods: We used a mixedhethods approachaRicipantswithouta personal historgnd
unselected far a family history of melanoma (n=103, aged 21-68 v&@ner) completed
guestionnaire8-months after receivingpersonalisetnelanomagenomic riskassessmenSemk
structured interviewsvere undertaken with 30 participants in high, average andisdvgenomic
risk categaes, anddata were analysed thematically.

Results: Fromquestionnairs, 74% of participants communicated thggnomic risk information
with family, 4% with friends. Communicatiowith a health professional differed by risk level
41%, 16% and™ 1%for high, average and lowsk, respectively(P=0.0). Qualitativeanalysis
showedthatpereeived shared riskandperceivednterest of family and friends were motivations
for discussigirisk or prevention behaviours. The information prompted conversatitthgamily
and health professionabout sun protection and skin checks, and general conversations about
melanoma risk with friend®keasons for not discussimgth family included existing personal or
family health concerns, or existing high levels of sun protection behaviours damoihgmembers
Conclusions:Persenalised melanoma genomic risk information can prompt risk-appropriate
discussions:about skin cancer prevention and skin examinations with family and health
professionals. Sharing this information with others might increase its impact@moma
prevention and skin examination behaviours, and this process could be used to encourage healthy

behaviour change within families.

INTRODUCTION
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Melanoma ishighly preventable through behaviowsch as sunscreen use aeduced sun
exposuré:? Clinical or selfconducted skin examinatioassoincrease the likelihood @farly
detection and improvemielanoma outcomés' However, these behaviours remain-syimal in

the Australian populationand there is a need for further prevenstrategies to reduce the impact
of melanomapn the community andssociated economic ca$tBroviding the public with
persomlisedinfermation ontheir genomicrisk of developing melanoma &spotentidly feasible and
acceptablstrategy’ and together withvritten information on sun protection and skin examination,

might encourageimproved skin cancer prevention behaviours.

According to the Health Belief Model, health behaviours are influenced byiyedceisceptibility

to diseases and disease severity, percdreaefits and barriers to undertaking behaviours,
awareness abouf health behavioars] selfefficacy.® Accordingly, preventive behaviours for
melanomaareinfluenced by factorsuch agperceived melanoma risk and perceived benefits of sun
protection orskin scteenindg Behavioural risk factors for chronic diseases often cluster among
family and friends'*° Theories of interpersonal behaviour suggest that engaging family and friends
in discussions,about disease risk might facilitate understanding their behaviours and disease risk as
communal issues:that regeigroup actiori"** Discussingpersonabedgenomic risk information

with family and friend could lead to improved risk perception, prevention and skin examination
behavioursfer the individual recipienandtheir family andsocial networksS****Personalised

genomic risk infermation migldlsotriggerconversations witlhealth professionals about

melanoma riskprevention andcreening Skin examination behaviours have been found to be

influenced by.doctor recommendaticii:*®

Exploringthe type“ef conversations prompted by receivinglanoma genomic riskformation
could helpto faeilitate and maximis@pportunities to improvenelanomgrevention and early
detection The few sudies examining disclosure of melanonetated genetic test results to family
membersarelimited to highrisk individuals withafamily or personal history of the disease, /and
variants insingle genes of high or moderate penetraft&'®*’Compared taliscretehigh-
penetrance gene mutations, inheritancgesfomic (polygeniciisk is more complexecaise the
risk estimate is based on the cumulative effect of inheriting multiple risk alleles thdbhave
moderate penetrant&These more modest changes in risklidady to beperceived as less
threatening However, genomic risk informatida not limited to higkrisk families andnay be
perceived as relevant for health by a wider range of individuals. For thesesga®viding
genomic risk information probably triggers different types of conversations.

Using a mixeemethods (quantitative and qualitative) approsake aimed toexaminewhether

giving personalised melanoma genomic risk information to the public (without a penssinaf
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and unselected for family historir)ggered conversatias about skin cancer prevention and skin
examination with family, friends and health professionals. In this exploratory stedyere
interested irfactors influencing sharintfis information, howrisk wasdiscusged whatprevention
and skin screening behaviowrsre communicateif any), and whether communication differed

by risk category

METHODS

Mixed-methods study: design

This was a sustudy of a pilot randomised controlled trial that examined the feasibility,
acceptability and preliminatynpact of delivering personal genomic risk of melanoma information
to the public’For ths substudy, ve usedjuantitative and qualitative@ethods to explore the
communicationspatterns and conversations triggered by melanoma genomic risk infotiiaata
were collected-freml) questionnaires completed by pareial participantsafter receiving risk
information and 2)qualitativeinterviews conducted with a subgroupdF1). We followed a
triangulation design by bringing our findings from the quantitative and qualitative metigadiser

at thereporting andnterpretation stageS.This approach is well-suited to studies in which the
process and context of participant experiences are imptot#reresearctaims®® Here, we jointly
present and interpret the mixetkthods data, following the Standards for Reporting Qualitative
Research Ethics approval was obtained from The University of Sydney and written consent was
obtained from all participants.

Recruitment ofartici pants

Participants inith@arenttrial’ were recruited from th€ancer Council New South Wales
(Australia)Join a Research Sudy database, comprised péople who have agreed todmntacted
for ethicallyapproved cancer research studieslusioncriteria wereliving in New South Wales
and aged between 18-69 years. Those wjtbraonal history of melanonwere excluded, but
having a family history of melanoma did not impact stabigibility. Consent to participate was
41%.

After completion of the parent trial, we invited 41 participants, by post, to takan@a30-45
minute semistructured interview to further explore and provide context to the datatedliga
questionnaires. We purposively sampled participants to obtain comparable numlexsanes
group and genomic risk level (high, average, low) to ensure a range of views. Wedeaoruit
batches until no new themes or sud@les were identified in the data (i.e. data saturdiatfter five

consecutively coded interviews. Of those invited, 34 (83%) agreed to participate ana30 wer
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ultimately interviewed, three iperson and all others by telephone. Reasons for declining

participation included not being available or lack of time.

Procedures for providing personalised melanoma genomic risk information
Participants'inthe"parent tripfovideda saliva sample fdbNA tesing.” The MassARRAY
IPLEX® Gold assay was usedgenotype 42 variants (SNPs) from 21 genes/regions known to be
associated with-melanoma. The genotypes were used to calculate persoealiseit gisk
estimatesyhieh werepresented in a haitbpy booklet as 13 relative risk, 2) a risk category: low
(bottom 25%),.average (middle 50%) or high (top 25%), and@&naining lifetime riskwhich
ranged from 0.2%#40 9.3% (median 2.3%) for womenfemd 0.6%t0 19.5% (median 3.9%) for
men) (Supplementary Fig. 1). The booklet contained a paragraphtah does this information
mean for my relatives’ but did not provide recommendations of how to discuss preventive
behaviours or shared risk with family membéi participantsreceived a telephone call from the
genetic counsellor around the time of receiving their risk booklet. \Weey also given general

information booklet on melanoma prevention and skin examirgtion

Quantitative data'collection and analysis. questionnaires

Three monthgfter recering theirpersonalisedisk information, 103 of 118 (87%articipants
completeda questionnaireéhat included itemabout communicatiom.heywere askedvhether hey
had discussed their genomic risk information with their family, friends and heaf#sgionals, and
if so, to specify which health professional(s) dachily member(s), anthe number of friends to
whomthey communicatethis information. Regarding communication with family members,
participantsrated the importance dlifferentfactorsrelated tatheir decision to discuss (or not
discuss}heir genomic risk information with family on apgwint Likert scale (fromrot at all
important’ to ery important’) based on questionnaire items from a study that assessed motivations
and barriers.to.family communication among recipients of genetic testintsfé$-values for
differences bygenomic risk categorgex, ageand family history were obtained from cdgquare
and ANOVA tests:

Qualitative data collection and analysis: interviews

The questionnairdatainformed the development of tlsemistructurednterview guideFor

example, in the questionnaire®e askegarticipantsvhether or not thegiscussedheir risk
information with health professionals, aindhe interviews we exploreghy theydiscussedheir

risk information(or why not).We also explored factors that motivated or discouraged sharing risk

information with family beyond those measured in the questionnagevell as with friends and
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healthprofessionalsWe drew onqualitative researcliteraturé®?*and research teaexpertiseto
developthe interviewquestions. A draft interview guide wpioted with consumers and other
researcherand then finalised (Supplementargblel). Interviews wereonducted byAKS, audio-

recorded angrofessionally transcribed.

Theinterview datavere analysed thematicallywhich involved reading the transcrigtsveral

times developing a.coding framework, codialfjthe data in a systematic fashiamd searching,
reviewing and'defining themesross the transcriptd?®We searched for themescording to sex,
age and genomic risk categomhe coding was undertakesing NVivo qualitative data analysis
software(NVivo 10). The codingframeworkwas developed through an iterative process of reading
the transcript&nd discussion with the researchnte&\Ve relied on an inductive approach to
thematic analysisythat is, vderivedcodes and themes from the disalf, as opposed to drawing

on preselected-theoretical conceposguide the analysfS:?® Coding was conducted by AKS, AEC
andPFwho met regularly to compare coding atsicuss discrepancieshich were resolved

through consensus.

RESULTS

Participants

Participant:characteristics are shown in Table 1. The mean age was 53 years. Participants were not
selected according'to family history of melanoma, however just over one quarteranaitya f

history of melanoma.

Quantitative results:"questionnaires

In the questionnaires, 74% of participargported discussingpeir genomic risk information with
family, and 49% with friends. Fewer communicated with a health professional, bdiffivied by
risk level (41%, 16% and 12%, for high, average and low-risk, respectively, P€Dable?).
Communication with health professionals was mostly with general practitioners but participants
also shared theirfisk information with skin cancer clinic doctors and dermatsldyisen

stratified by sex,.age and family histadhere were natatistically significantifferencesn
discussing risksdnformation with family, friendadhealth professionals (Tablg 2Among people
who communieated their risk information with family, 65% discussed with partnersywif%
parents, 17% with siblings and 32% with childréf participans who communicated with friends,
theyreported discussing their risk information wah average dbur friends (standard deviation
2.8).

Factors influencing the decision to share: Participants who did share their risk information with
their family rated the importance of several factors in their decision to discuss thelratéé?).
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There were no significant differences between the risk categories in rating these \fdlotors.
stratified by age, participanéged45-69 yearsvere more likely to rate ‘to fulfil a duty to inform’

as important compared those aged 8-44 years (Table)2

Factors influencing the decision not to share: Participants at high genomic risk were more likely to
report ‘they’re'notat riskas a factor that influenced their decision not to inform family members,
whereas ‘I'm/having difficulty coping’ was the least important factor that influenced their decision
(Table2).

Qualitative results.interviews

Factors influencingthe decision to share: In the interviews, wexploredfactors that influenced
discussions abo@enomic riskwith family, friends and health professionals. For example,
participants described factosach asvanting to raise awareness about melanomgTiakle3),
andperceived familyinterestin the information Conversations with friendgseremotivated by
perceivednterest oftheir friendsin thegenomicrisk information(Table3). A perception of a
sharedconcern about personsitin cancerisk among friendsvasparticularly evident among
participantsaged4569 yeas.

Thequestionnaire datevealed thathe likelihood of sharing risk information with a health
professional differed by riskategory However, in the interviews we found that the underlying
motivatingfactorsveresimilar across genomic risk categoriparticipantswho did inform a health
professionailveregenerally motivated by wanting to upd#temwith the information(Table3).

Factorsinfluencing the decision not to share: In theinterviews, participants describeshsons for
not discussingheir genomic risk with familysuch asexisting or previous health problems and
existing surrelatedpositive healttbehavious and awarenessnong family member@able4).
Participants described a lack of interastd no opportunity for discussiasreasons for not sharing
their risk information withriends (Tablet). Common reasorfer not sharing genomic risk
information withathealth professional included hawangjfferentpurpose for theonsultationand

not requiringfurther information abouheir melanomaisk (Table4).

Content of conversations, and reactions of others. We explored the content of conversations and
participants’ perceived reactions of others to the genomic risk information usilitgtouea
methodology onlyTable5 summarises the themes from participant conversations about melanoma
genomic risk. When discussitigeir risk information with family memberthe concepof ‘shared

risk” wasmentioned, mainly by those at highk but also some at low and averagd to frame

the explanation of their chances of developing melandima.shared risk was linked sharing

DNA and phenotye characteristicsuch as skin colouSun protection waalso raisedn family
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discussions for participants all genomic risk categorieShere were no obvious patterns in the
content of conversations or communication patterns according to age groups. Womaltygener

spoke more about encouraging sun protection among family members, and also tended to describe
existing or previous health concerns for themselves or among family measleefactor

influencing the decision not to share.

Family, friends and health professional reactions to conversations with studippati@bout
melanoma genomic risk informati@me shown in Tabl6. Overall, participants who discussed their
risk informatian perceived their family members to be supportive and interested ividiredtion.
Oneparticipant;athiglyenomicrisk reported that his wife was initially worried, but that this worry
had subsided becauske was reassured hgw proactive the pticipant waswith sun protection.
Participants alsdescribechow conversationencouragedmproved sun-protection and screening
behaviours amonfamily membersand this was particularly evident among those at high genomic

risk.

Genomicrisk information was generally discussed with friends briefljn passingwhich

appeared to be'linked to a perception of the risk information as not a ‘majeriarssissue (Table

5). Therewasless of an emphasis on encouraging prevention and skin examination behaviours in
discussions with friendd able5). Reactionsrom friends weralescribed apositive and supportive

by participant{Table6).

Some jrticipants, prticularly those at higlgenomic risk reported receiving advideom their
doctor about sun protection and skin examinatigrable5). Participants described brief
discussions with their general practitioner, mainly in which the doctor ackdgedehe
information and one skin specialist explained ttegt participant’s care vabd not change in light
of the risk informatior{Table6).

DISCUSSION

This mixed-methoeds studg one of the first t@xplore communication triggered by receiving
personal genemic risk information people unselected for personal or family disease history, and
to include communication with family, friends and health professioNaist other studies

exploring communication about DNA-based melanoma risk information have focustedilgn
discussionswhichwerereported by 4% of participants in our studifay et at® found that 139
participantswith a firstdegree relative witinelanoma who received hypothetipalsitive risk
feedbackl§ased on confirmed higbenetranc€DKN2A mutations or moderagenetrancMC1R

variantsor higher mole count) had higher intended discussions with family members (92%),
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compared to participants who received negative risk feedback (72%). Wu and celfeague
examined discussions about melanoma prevention with children and grandchildren among adults
who receivedCDKN2A genetictestresults carriers(73%) discusad screening and risk behaviours
more frequently thanoncarriers(23%), and discussions about preventive behaviours declined
over time forboth groups? In a study that examined family communicatarmelanoma risk

(based on traditienal risk factors) and preventive health behawuorgsponse to a wetased
intervention, Bowen et al found that about tthards of participants discussed their risk with their

family.?’

We did not find,that sharing risk information with family members or discussing sun jpwatect
behaviourdiffereddy genomic risk categoriowever a theme in family conversations about
genomic riskhat'‘was morevident in participnts at high andveragegenomic risk washe
concept of ‘shared risk’ (applied to shared geard shared skin characterisfidsis interesting
that' shared riskwascommunicated in the context of receiving genomic risk information, because
whilst relatives would bexpected to be similar geneticaleyperson’s melanongenomic risk is
based on the cumulative effect of inheriting multiple risk alleles acrogsltgenes incorporated
into the genomiesrisk estimatéhus, there would be inter-individual variation lre inheritance of
individual variants.and their cumulativluence on th@enomicrisk estimag, and overall
melanoma risk is alsmitigatedby sun protection behaviourBherefore discussionslzout
inheritance of riskand implications for relativesay be more complex than for single-gene

mutations.

The questionnaire dashowedthatamongparticipantsvho did not communicate with family,

thoseat high genomic risk were more likely ieport‘family members not being at risk’s a reason

for deciding nottaliscussheir risk information. This may be because they viewed it as being only
relevant to themselveperhaps unlike those who did discuss their risk information and used the
concept of ‘shared risk’ in conversations with family. Bowen et al also highlighagshared
understanding and beliefs aboo¢lanomaisk among family members are important influences on

communication within familie8’

Almost half ofsthe participants our study(49%)discussedheir risk information with frienddn a

study of informatien-seeking and sharing behaviour following genomic testing for type 2 diabetes
among300 participants41% shared their risk informatiavith a close friend® Communicating

with friends isimportantto skin cancer prevention behaviours, which have been linked to social and
cultural normssuch asaluing the appearance @ined skirf® Adultswith positive attitudes

towards sun-safe behaviacare likely toperceivetheir friends approval and support of these
behaviours? and preventive behaviougsarticularlyin young Australians, are influenced by their
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friends’ attitudes and beliefd.In our study, participants described conversations with friends more
generally than with family, and there was less encouragement of preventive behaviours
conversations with friends. However, general conversations with friends abamomel risk may

be influential on risk perception.

Wu ¢ al's study-identified barriers to communicating about melanoma risk such ag ®@nee
additional resources on the rationale for implementing preventive behavioursaatichprvays to
facilitate discussions abopteventive behaviourparticularly with younger family membets
These were not identified as barriers in our studyéver,our earlier focus group reseattff did
identify the need for information abgpitactical way<o reduc risk, andthis informationhad
consequently‘been providedgarticipantdn our studyalongside their genomic risk information

Findings are now emerging in several contexts regarding sharing genetic tesingsiiéslth
professionals=insasstudy of the comprehension and data-sharing behavioudoéted-
consumegenetic:tes(DTC) customers® 11% of participants shared their results with a health
professional,(which isomparable tohoseat low (12%) and average (16%) genomic risk in our
study. Unlike"our study, theTC approach offer®NA-based information for a range of diseases
usually without genetic counsellintgsting is often marketed agcreationd) and information on
prevention strategids not routinely providd. In our studyparicipants at higkgenomic risk were
significantly more.likely to share their genomic risk information with a health professiitzl
compared to'those at low and average genomicRiakicipants atighand averaggenomic risk
reported receiving advice from theioctor onsun protection anskin self-examination, and some

schedulealinical skin examinations.

Ourresultsindicate that providing melanoma genomic risk information to the public might be
usefulfor increasingawareness, prevention and skin examination for people atisigihrough
discussionsvith their doctor Participants whaecided to share theiisk information with family
members ratéd.the factatifficulty coping” very low interms ofimportance. Tis finding is in line
with other studiesywhich have found that people tend to show low distress upon learnirtgeibout
genetic risk®>*@ur observation that communication with a health professional was more ptevalen
in those at higher risk also suggests that health services may not be overburdetined thoskat
lower genomic riskvill not engage imver-screening. fie potential to cause unnecesdaaym to
individuals and theifamilies, for example ovescreeningis an ethicalconsiderationnvolved in
delivering genomicisk information to theublic. Thelargely positiveandneutral interactions
prompted byeceipt ofgenomic risk information in our study suggest that delivering this type of

informationto the publids acceptable
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The participants in our study were recruited from a research databgsstaver one quarter had
a family hisbry of melanomasothey may have been more engagedommunicaig their

genomic risk compared to the general population. We did not find that family history ofomela
influenced communication patternghichmay be becaugseople with a family history of
melanoma havalready hagbrior discussions with family and health professionals about their
melanoma riskirurther esearcltould explore how prexisting perceptions of shared melanoma
risk (e.g. based on'skin type) impact conversations about genomic risk with family and aigends
well as changesrinithe frequency of discussions before and after receiving medgmomgagcrisk

information

In conclusion;.ar resultsshowthatreceiving personalised genomic risk of melaadnformation
prompted conversations about sun protection; particularly with family and healthspyoéds, and
general conversations about melanoma risk with frieddés&anoma idargely preventable and even
modest changes to sun protection and skin examination behaviours at a population levelveould ha

a significant impact on melanoma prevention and early dete€tion
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Figure 1.Study flowchart
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Table 1: Participant characteristics
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Characteristic Questionnaires (n=10:  Interviews (n=30)

Age, mean (range) 53 (21-69) 53 (24-69)
Female, N (%) 54 (53%) 15 (50%)
Highest level of educatigoiN (%)
High school orequivalent 14 (14%) 7 (23%)
Trade/diploma 35 (34%) 9 (30%)
University degree or higher 54 (52%) 14 (47%)
Family history"ef'melanoma, N (%) 30 (29%) 8 (27%)
Genomic risk‘category, N, (%)
High 29 (28%) 12 (40%)
Average 49 (48%) 8 (27%)
Low 25 (24%) 10 (33%)

This article is protected by copyright. All rights reserved



Author Manuscript

This article is protected by copyright. All rights reserved



Table 2: Communication outcomes collected via questionnaires

Family history of

Questionnaire items Melanoma genomic risk category Sex Age (years)
melanoma (Yes/No)
Low Average High Female Male 1844 4569 No Yes
(n=25) (n=49) (n=29) (n=54) (n=49) (n=28) (n=75) (n=60) (n=30)
Have you'discussed your genetic risk information with a
health professional (eg doctor, dermatologist)? (N, %)
No 22 (88%) 41 (84%) 17 (59%) | 45 (83%) 35 (71%)| 22 (79%) 58 (77%) | 48 (80%) 23 (77%)
Yes 3 (12%) 8 (16%) 12 (41%)F | 9 (17%) 14 (29%)| 6 (21%) 17 (23%) | 12 (20%) 7 (23%)
Did you diseussyour genetic risk information with any of
your friends?«(Ny %)
No 12(48%) 28 (57%) 13 (45%) | 29 (54%) 24 (49%)| 13 (46%) 40 (53%) | 31 (52%) 16 (53%)
Yes 13 (52%) 21 (43%) 16 (55%) | 25 (46%) 25 (51%)| 15 (54%) 35 (47%) | 29 (48%) 14 (47%)
Did you discussyour genetic risk information with any
family members? (N, %)
No 5(20%) 17 (35%) 5 (17%) | 14 (26%) 13 (27%)| 4 (14%) 23 (31%) | 14 (23%) 8 (27%)
Yes 20 (80%) 32 (65%) 24 (83%) | 40 (74%) 36 (74%)| 24 (86%) 52 (69%§ | 46 (77%) 22 (73%)
How important'wer e each of the following in your decision
to inform your family members? (Mean, SDj
To obtain.emetional support 2014 23(14) 2515 | 20@3@2 26(1.6)| 20(1.3) 24(1.5 2113 25(1.6)
To getadvicerabout decisions regarding preventive | 2.4 (1.5) 2.6(1.6) 2.8(1.7) | 24(1.6) 2.8(15)| 2.2(1.4) 2.8(1.6) 25@.7 27@1.49
behaviour or skin checks
To suggest that they get genetic testing 2717 27@16) 29(15)| 25@16) 30(16)| 26(1.7) 28(16) | 26(1.5) 3.0(1.6)
To inform,them of your risk information 41(0.9 3.7(1.2) 42(1.0) | 39(1.1) 40(11)| 38(1.1) 41(11) 39(11) 411
To fulfil a duty,to inform 27(15 31(15) 35(15) | 29(1.6) 3.3(14)| 2.6(1.4) 3.3(L5§ 3.1(1.5) 3.0(15)

How important were each of the following in your decision

NOT to inform your family members? (Mean, SD
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I’'m not close to them 20(1.3) 18(13) 27@7) | 1610 25(16)| 1.4(0.9 22(1.4 225 16(0.9
I'm not in contact with them 20(1.3) 20(15) 23(17) | 1.6(1.2) 2.6(1.6)| 1.2(0.4) 22(15) | 23(1.6) 15(0.8)
They wouldn't care 27(1.6) 16(1.0) 23(15) | 1.7(1.2) 22(1.4)| 1.0(0.0) 21(1.3) | 20(1.5) 1.6(0.9)
| didn’t wanttd upset them 1.7(1.0) 1.6(1.2) 33(1.8) | 1.8(1.3) 23(1.7)| 1.6(1.3) 21(15) | 21(1.7) 21(1.4)
They're riot atlrisk 23(1.2) 19(1.3) 31(7) | 24(1.3) 22(1.7)| 1.8(1.1) 24(15) | 22(1.6) 2.3(0.9)
| didn’t.know.what to say 20(1.7) 17(.1) 24(13)|1913) 19(1.3)] 22(1.3) 19(1.3) | 21(1.4 1.9(1.2)
I'm havingrdifficulty coping 1.0(0.0) 1.2(.9 16(.1) | 1.3(0.8) 1.3(1.0)| 1.6(1.3) 1.2(0.8) | 1.4(1.0) 1.4(1.1)

P-values are reported only for values <0.05

Participants who selected ‘Unsure’ for family history of melanoma have not been included in the foralyisistem (n=13)

2pvalue comparing proportions acragnomicrisk categaes =0.013

% pvalue comparingsmeans between age groups = 0.09

4 Only participants,who selected ‘Yes’ for the question ‘Did you discuss your genetic risk informatiemyftimily members?’ rated these items orpaiit Likert scale from1 — Not at all important to 5 Very important
® Pvalue comparing'means between age group94

50nly participantsswho selected ‘No’ for the question ‘Did you discuss your genetic risk itifmméth any family members?ated these items on apint Likert scale from: & Not at all important t& — Very important

"Pvalue compafing means across genomic risk categedie«o

Table 3 Maetivations to share genomic risk information with family, friends and health professionals

Genomic risk
Themes Examples of quotes
category (sex, age)

) “I told my family just so they're aware of what can happeniagdu've got any things on your skin that you're
high (female,64) ) ) ) )
Raising awareness worried about, well do something about it, don'ethen it.”

of genetic-risk (male. 66) “Well I know my daughter’s got the pool and | know she's got very whiteaskirshe burns easily. So she didnt
average (male.
g pick up too many of my lItalian genes in skin wise anyway, baib ykjust wanted her to be aware of it.”

Family

“I probably will at some point have a chat with them about this bedaitrink they're probably at a higher
Awareness of tner | averaggfemale, 45)

risk factors

behavioural risk than me and yeah, certainly because they'rpdlettthan | am.”

low (female, 59) “Family | tried to mention itl have two sisters, one older and one younger and my youngdesisigery sun
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conscious because she has the lily white skin from the Scattesbfshe family, whereas | have the olive skin.

Sharedconcerns “Probably everybody's got the same concern to a greater or |t=et; they're aware that they're in a dangerqus
aboutpersonakkin | high (male, 59) age for these sorts of things to be dealt with.tSmot like you go out and say, | must tell all frignds I've got
cancepiskamong this elevated cancer or melanoma risk, but | have mentionegasging as the conversation flowed.”

0 .

g friends high (male, 65) “Certainly mentioned it to a few of my colleagueseatnis because we've all got issues.”

- Perceivednteresiof | low (female, 25) “I spoke about it with my friends at work because they obwowsirk in the area and find it interesting.”
friendsin.the jow (female, 69) “| have had occasion to mention it with friends, say, at my seclob or my golf clusomewhere where we're
. . ow (female,
information talking about being out in the sunshine and that sort of thing.”

< high (male, 39) “I just showed him the booklet. | pointed out that I'm a higk, yeah.”

c

.2

e . . “I think if my doctor at the skin cancer clinic asks why | was in, | coajdbgcause I've been part of this study

@ | Desirettosinform GP| average (female, 54) o )

o and now | know that my risk is just like anyoneegls

o

::_*; “Because you'd given the information to me and | thought, vledhibw myGP the booklet and that sort of

O low (female, 59) hi

T ing.”

Table 4: Factors influencing the decision to not share genomic risk information

Genomic risk

Themes Examples of quotes
category (sex, age)

Perceived.ifferent high (female, 51) “I haven'tspoken to my family about it; we're not sujleiper close, so it sort of hasn't come up. They're altdaired,

risk factors dark eyes and tanned, so they've got quite a different genetic nfakeup.

Existing awareness “l think we're all pretty conscious of these issues becauseatheband | sort of go on about it | always say, be careful
> | and sunprotection| average (male, 47) | of the sun, wear a hat, whenever | see them not doing thatk|vileire all pretty conscious of it as a family. | think
E habits they're knodedgeable about skin cancer and being an average risk myselfhthakay, no need to mention it.”

Other pastor high (female, 52) “Generally | didn't talk about it with my family becauseihththey had enough to deal withijth me. No, | didn't want

current health to mention me again they had enough to deal with.”

concerns average (female, 48) “Certainly the kids wouldn’t have been interested and actualiyn't think my parents would have either. They're just
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dealing with all their own health issues and unigssnajor, they really don't want to know.”

low (female, 59)

“Cancer has always been a word in the family that's worried a§ o my sisters and | have always been careful of ¢

breasts, our ovaries, et cetera. So | think etierg that Gword comes up, it scares people.”

pur

Friends wouldn’t

be interested

high (male, 37)

“I didn't talk to them about this because the mates that I've gatiw't pay attention to this. But most of them | suppo

are egotistical and justouldn’t even worry about this.”

information,from
GP

high (male 69)

sure that | do all thpreventative things, wearing a hat in the sun, 50 plus on meazkposas, watching how much tim

I do spend in the sun without protection, getting it checked out.”

3 ) “Well we live 30k's out of town, you know, it's pretty hardatk to anybody. | did tell my wife's friend, but she's sun
S | No relevant high (male, 58) _ i
= wise anyway.
L | opportunity to
“Melanoma didn't come up in conversation and | didn't go out of myneayo tell anybody, but it just didn’t come up in
share low (male, 61) . .
conversation or anything.”
high (male, 59) “I'm a fairly healthy specimen on the whole, Entypical bloke, | go to the GP when something's wrong and, | hane see
igh (male,
9 her, but that was after an accident, so it probalalgn't high on my list.”

__ | Different'purpose “Usually | would go to my GP if | had something else happenimghs chances afctually remembering to discuss my|
< | average (female, 48) , . .
& | for GPiconsultation risk on the day, because it's not an actual issue, possibly.”
(]
Hg)_a “l did go to my GP about a week ago because | was sick, bdi't dven think about it at the time, to be honest, | guess
2 low (female, 25)
o when you go to the doctor's, you've got another reason to be there.
e
'© “I don't need any more information about it on my behalf beckigek it's up to me now to get it checked out and make
£ | No need for further,

]

low (male, 48)

“I don't feel the need to discuss it with them.lik@ to think thati'm reasonably well informed, yes.”

Table 5: Themes describing the content from conversations about melanoma genomic risk
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Themes Genomic risk (sex, age) | Examples of quotes
high (male, 58) “Because one of my brothers works on ¢le@ncil, | said, you know you've got to cover up. | said, because we've all gaintieeDNA,
igh (male,
g more or less, you know, we've all got the same genes.”
“My brother and sister are both intelligent, wetlucated people. | wouldn't need to tell them you ought to be wearing a hatabutheh
high (male, 59) say to them was look, I've got this 50 per cent elevated melanoma riskmast aértainly do too. So | mean the rest o firesumed
igh (male,
g knowledge; they suffer the same skin pigmentation that | &kheé their lives and they don’t need telling; the sipp-slap stuff is well and
Shared¥sk truly in the psyche if you like.”
“I was saying to some of my immediate family, with my dad, he's quite dadkio my brother who | guess we haeey similar skin, | said,
average (female, 24) ) ) ) )
look | thought because of dad being darker, | would have a lower risk, but | just have samesogényone else.”
>
% low (¢ e, 51) “So just all | remember, when it arrived, it was very helpful, | shared it with milyfaand | just told them, like thumbs up, we don't have
L ow (female,
this, at least not from my part, to give it to you. Yeah, basically | utatetshat it was a good thing for me, yeah.”
high (f le, 64) “I spoke to my brother and my daughter and that about it, the fact that we've got todieusoolthe melanomas and just keep doing what
i emale,
g you're doing with the sun cream and stuff and out in the sun and all that sort of thing.”
Sun average (female, 63) “I spoke to my husband about wearing skin protection and a hat, yeah, that sort of stuff and proliskly m
protection
“And using it with my children and things like that, because my children have olivd sleive an 1dearold who doesn't like sunscreen
low (female, 38) because it feels greasy andsowon't wear it a lothe's pretty good, but he's not very good at wearing a hat. So just saying to hiih, look
we do all these things together then it will help as well.”
Perception high (female, 51) “I mentioned it to people at work in a sort of fairly light way, but not really”
& | of genetic
5 isk “Because | didn't see this as a major issue, it was just something that hatbbeand that was the result of it. | wobéd/e said to my
| nskasno’ | jow (male, 58) _ S _
. . friends, have a look at this, this is what's come back and yeah, that would havusehsmversation.”
seriousssue
%)
g high (male, 39) “I showed him the booklet and he just told me to keep an eye on my skin, let him knowdglarotichanges”
‘»
& | Advice from . . - . .. ] .
S op “I think it was a useful thing that my genetic risk information was sehéta@s well, so it did prompt a conversation between us and it also
2 average (female, 45) prompted a skin check, which | had had before, but | don’t know when. So we've now put that, yoin kneweminder systeto happen
§ on a more regular basis.”
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Table 6: Themes describing the reactions to conversations about melanoma genomic risk information

bout

t

Themes Genomic risk (sex, | Examples of quotes
age)
“My wife was probably a little bit worried | supposerelation to, gosh am | goirtg be here by myself looking after the
_ kids. Because you know, we had a bit of a rough trot lastwigaia couple of members of the family passing away and
Worry. high (male, 37) ) _ ) ) )
whatnot. | think she's okay because I'm not the sort of persojushgbes outside and justssin the sun. So she knows
I'm pretty good in that sense, but we all think that I'm pragbigiss of a risk with all the precautions that I'm doinghyea
- “My parents certainly have started being really careful irsthreas well as a result. They used to not worry so much &
E high (female, 30) it, but definitely in the last couple of monthsyhe picked up a little bit more, always got hatgwthem, always got
= sunscreen.”
Behagewmchange high (male, 66) “My brother is very happy with thieformation, because he now wears a hat and wears long sleeves.”
high (male, 69) “I think the information spurred my wife on to actually get b#rshecked, which she did.”
average (female, 24) “My brother went and got his skin checked becauseredr done that and he had quite a few moles”
“Now my friend that | used to work with, who has scars all dwer now, | told him about it and he just said, well that's
" ] average (male, 66) ) )
e Supportive great, that's really good, but yeah, we never got into any depthiabout
2 | reactions
v low (female, 69) “Well | think they were pleased that I'd done it and thougtés$ very lucky to have that concrete information to rely on.
_ “My GP thoughtit was interesting and then she referred me tskirespecialist that | see anyway. My skin spesiali
I
5 . . went, oh right, thank you and it's not going to affect her shis just going to thoroughly check me every 12 months
B No change in care high (female, 52) ) ) ] -
7 might be every six monthscan't remember. So | feel like that's good. | don't thislgibing to change what she does a
g_ she's well aware of my father's medical history, so | guess sven more vigilant.”
<
E average (male, 66) | ‘In one my consultations with him, he noted it and he saidngjuote him, but he basically said, | see you've been
- GP involved in this study. He said, that's very good and thaésdt,of story, no more, no less, just said, that's very good”
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acknowledgemen

low (male, 66)

“I did mention myGP that | was taking part in a melanoma study, but | don’k tiere was any particular comment
about it. She might have just made a note, but | think | mentioneertmy risk assessment and | think she might have

made a note about that, but | don’t think she made any partearfanent about it.”
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