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Table S1. Literature search and article selection.

Literature Review on Period from 2000 to August 2017 (Last Check on 17/10/2017)
Keywords:

((((((((genetic counseling) OR genetic testing) OR genetic predisposition)) AND ((breast
neoplasm*) OR ovarian neoplam*)) AND ((((((((psychology(MeSH Subheading)) OR
psychological adaptation(MeSH Terms)) OR need*(MeSH Terms)) OR unmet need*(MeSH
Terms)) OR emotion*(MeSH Terms)) OR concern*(MeSH Terms)) OR quality of life(MeSH
Terms) OR difficult*[MeSH Terms)) OR health service need*(MeSH Terms))) AND (
“2000/01/01”(PDat) : “3000/12/31”(PDat) ))) AND ((((questionnaire(MeSH Terms)) OR
measure*(MeSH Terms)) OR scale(MeSH Terms)) AND ( “2000/01/01”(PDat) :
“3000/12/31” (PDat)))
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Table S2. Study characteristics.
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MICRA: Multidimensional Impact of Cancer Risk Assessment; HBOC/HNPCC: Hereditary Breast and Ovarian Cancer/Hereditary Non-Polyposis Colon Cancer; GRACE: Genetic Risk Assessment Coping Evaluation;

HADS: Hospital Anxiety and Depression Scale; CWS: Cancer Worry Scale; PAHC: Psychosocial Assessment in Hereditary Cancer; DT: explanation; IES: Impact of Event Scale.
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Table S3. Measure characteristics as provided by the original developmental or psychometric study.

Measure

Aim-Targeted
population

Number of items/scale-Domains

Development-Psychometrics

Scoring-Data analysis

Multidimensional
Impact of Cancer Risk
Assessment, MICRA
Cella (2002)

Support needs
questionnaire
Farrelly (2013)

Genetic Risk
Assessment Coping
Evaluation, GRACE

Phelps (2010)

Psychosocial
Assessment in
Hereditary Cancer,
PAHC
Eijzenga (2014)

To measure specific
impact of result
disclosure after genetic
testing - Women tested
for BRCA1/2 mutation

To assess level of unmet
need - Women carriers
of BRCA1/2 mutation

To assess concerns and
coping responses -
between referral into
clinical genetics service
and notification of level
of risk

To assess specific
psychosocial problems
related to cancer genetic
counselling - Any
hereditary cancer
syndrome

25 items, incl. sections relevant when having children
(two items) or having cancer (two items) - three scales:
distress (six items), uncertainty (nine items), positive
experience (four items) and two single items

16 items/one scale: information need about risk-
reducing surgery and screening, communication with
family members, social support, and psychological
needs

11 items + open-ended 'other' (sources of stress) -
degree of worry in response to each source and eight
(and one other) coping strategies used to cope with
each

26 items + open-ended ‘other’ - six domains: Hereditary

predisposition (5); Practical issues (2); Family and social

issues (6); General emotions (5); Living with cancer (5);
and, for those who have children children-related
issues (3) (only applicable to respondents having

children) + 1 item on need for extra service by domain
(“Would like to receive professional psychosocial

support ?”)

IRT-based Rasch sequential
residual factor analysis - scales
(internal consistency): distress

(a = .86), uncertainty (a =.77), and

positive experiences (a =.75);

differentiate between groups with

different test result
Adapted from existing unmet
needs questionnaires
(Thewes, 2003); 16-item
(internal consistency): a = 0.93

Preliminary descriptive data.
Relations between worries and
coping strategies

Development based on the
European Organisation for
Research and Treatment of
Cancer Quality of Life Group
guidelines. Screening properties
of cut-off established against
clinical interview

Four-level Likert scale (never, rarely, sometimes,
often) scored respectively 0, 1, 3 and 5; Sum of
scores per scale and 21-item, raw or transformed
(0-100) scores

Five-point Likert scale (1 = no need, 2 = low need,
3 =moderate need, 4 = high need, 5 = very high
need). Coded no need versus any need (low to

very high); number of any need per woman
4-point Likert scale - degree of worry (0=not at
all/not applicable, 1 = a little, 2 = quite a bit, 3 =
very much so). Dichotomous coding for coping
strategies (absence/presence). Proportion of
participants reporting level of worry about each
potential source of stress and proportions of
coping strategies used

Four-point Likert scale - degree of difficulty
(1 =not at all, 2 = a little, 3 = quite a bit, 4 = very
much). Need for extra service (Yes/No).
Prevalence by problem domain using cut-off >3
in at least 1 item by domain. Number of domains
of needs

MICRA: Multidimensional Impact of Cancer Risk Assessment; GRACE: Genetic Risk Assessment Coping Evaluation; IRT: Item Response Theory; PAHC: Psychosocial Assessment in Hereditary
Cancer; BRCA1/2: genes.



