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PRELIMINARIES

Two-fold focus: person- and family-centred care
(PFCC) in the hospital system to ensure patient
safety.

The AND needs emphasising: the patient as

person remains at the centre of family-centred
care.

PFCC is about working WITH patients and
families, not doing things TO or FOR them.

This inevitably implies how the communication
system is managed - how do we discriminate
between WITH/TO/FOR?




PRELIMINARIES

e My focus is on the clinical and out-of-hospital
(emergency) settings.

e Communication issues come to the fore when the
patient is communicatively vulnerable - not
speaking the language of the clinic (hence mediated
by a formal interpreter or a family member as
carer) or when the patient lacks the basic ability to
communicate as in the emergency calls (which are
routinely made on behalf of the patient).

e Other axes of vulnerability include complex clinical
encounters (e.g. genetics, paediatrics; geriatrics;
palliative care and end-of-life consultations).




COMMUNICATIVE DIMENSIONS OF
PATIENT- AND FAMILY-
CENTRED CARE




THE CASE OF
GENETIC COUNSELLING




THE CASE OF GENETIC COUNSELLING

e The familial basis of genetic conditions:

‘When an illness or a pathology is thought of as

genetic, it is no longer an individual matter. It has
become familial, a matter both of family histories

and potential family futures’. (Novas and Rose
2000: 487)

e Decisions About Testing (DAT) and Decisions
About Disclosure (DAD) are two critical moments

in genetic counselling process which involve
‘family others’.




THE CASE OF GENETIC COUNSELLING

e The familial basis of genetic conditions raises
fundamental questions about: who is the patient?

Who owns genetic knowledge following test
results?

e In terms of patterns of inheritance, clients
deciding to undergo genetic testing (diagnostic
and/or predictive) to affirm their genetic status
need to consider the implications of the test
results for them and their family.




THE CASE OF GENETIC COUNSELLING

e Family-centredness is not a choice but a necessity
in genetic counselling.

e Disclosure of reasons for testing and test results
to different family members is a delicate matter.

e Genetic counselling protocols encourage family
members’ co-presence in the clinic, especially
during results giving.




THE CASE OF GENETIC COUNSELLING

Diagram of counselling protocol for
Huntington’s Disease

Preliminary Interview
Appointment 1
Appointment 2
Result Session

Follow-up




THE CASE OF GENETIC COUNSELLING

e Even when a test result for the client is clear (i.e.,
negative), other family members (children and
sibling) may still be at risk.

e In other words, a negative genetic test result for
the individual does not rule out the at-risk status

of family members.

e This has communicative implications — both
horizontally and vertically.







GRAPHICAL REPRESENTATION OF CASE 1
WITH REGARD TO (NON)PARTICIPATION IN DAT & DAD

Daughter Son

[Client + Partner + Son] [— Daughter]

CLIENT

CLIENT & PARTNER

IMMEDIATE FAMILY:
CLIENT & CHILDREN




SUMMARY REPRESENTATION OF ANOTHER CASE

CLIENT
CLIENT & PARTNER

IMMEDIATE FAMILY:
CLIENT & CHILDREN

CLIENT & PARENTS

[Client + Partner] = “both of us um (.) have
decided well we- we want to do the test”

[Client] [- Mother] = “um (.) but my (.) mother
doesn’t know I'm here (.) so er (.) |
mean | didn’t mention it”

[Client + Father + Sister + Brother'] [- Brother?] =
“‘my dad knows we’re here um and
((sister)) was the one who dropped
((MP)) up today and ((brother')) knows
(..) um I don’t know about
((brother?)) | don’t really talk to him”




BIOMEDICAL AXIS




THE CASE OF GENETIC COUNSELLING

A condition does not have to be familial to
necessitate family-centred care.

Person- and family-centred care is essentially
part of systemic thinking - if we take family as
a system, an individual’s illness disrupts the
family system - relationally, economically etc.

With regard to chronic illnesses marking the shift
from cure (treatment) to care (management),
family members’ role as carer comes to the fore.

Genetic counselling can be seen as a model
for healthcare delivery generally.




OTHER SCENARIOS OF
CARER MEDIATED
COMMUNICATION




FAMILY MEMBERS AS INTERPRETERS IN PRIMARY CARE

PLEDGE PROJECT

Patients with Limited English
and Doctors in General Practice:
Educational Issues
e Video recordings of 232 clinic consultations, with
19 different doctors in 4 practices in south London.

e Patients reported 30 languages other than English
as their first or dominant language, with limited
English across a wide range of abilities.

e A high prevalence of triadic consultations (23.2%),
inclusive of children and adult family members as
interpreters.




FAMILY MEMBERS AS INTERPRETERS IN PRIMARY CARE

e Two telling cases

e A Spanish mother accompanies her son with a
complaint of stomach pain; the son is both patient
and interpreter, but the doctor decides to use his
‘rusty’ Spanish as the medium of consultation,
which raises both practical and ethical concerns.

e A Turkish elderly patient visits the clinic with her
daughter. Many parts of the consultation do not
get interpreted for all participants concerned;
some of the mistranslations are identified when
the data is transcribed and translated.




FAMILY MEMBERS AS INTERPRETERS IN PRIMARY CARE

e Family interpreters, by the very nature of their
position, take on roles that are generally more
mediating in character; it is very difficult for
family members to be entirely neutral.

e Their mediating role becomes more pronounced in
some phases of the clinic encounter (treatment
regime) than in others (symptoms presentation
and history taking).

e They may become spokespersons in their own
right at the expense of the patient who is
relegated to a marginalised third party status.




FAMILY MEMBERS AS INTERPRETERS IN PRIMARY CARE

The role continuum
Professional Interpreter (gatekeeper)
Professional interpreter (impartial)
Cultural mediator (advocate)
Lay/family interpreter
Companion (mediator)

Chauffeur




FAMILY MEMBERS AS INTERPRETERS IN PRIMARY CARE

e There are visible advantages of family members
acting as interpreters/mediators compared to

professionally trained interpreters (Roberts and
Sarangi 2019).




e The ongoing project is based on the data corpus
of 400 calls about breathlessness/dyspnoea from
two different regions in Denmark.

o Six different types of callers:

Patient

Spouse/partner
Child/parent/family member
Professional carer
Acquaintance (e.g. roommate)
Stranger/witness




EMERGENCY CARE COMMUNIATION

e Among the 400 calls, the following is the

distribution of caller types.

Caller type

Patient

Spouse/partner

Child/parent/family member

Professional carer
Acquaintance/friend
Stranger/witness

Number of calls

105 (26.25%)
103 (25.75%)
70 (17.5%)

69 (17.25%)
38  (9.5%)
15  (3.75%)

e Family members as callers amount to over 43%




EMERGENCY CARE COMMUNIATION

e The key findings from the ongoing study can be
summarised as follows:

e Family members as callers are involved in:

Redirecting specific questions asked by
call takers to patients

= Reporting patients’ responses to nurses
= Giving online commentary
= Making assessments

= Issuing instructions/reassurances to
patients




EMERGENCY CARE COMMUNIATION

e The nature of elicited and volunteered information
varies across caller types. Spouses/partners may
formulate the symptoms vaguely, which can
influence the decision trajectory.

e Family members as callers can be minimalist
unlike professional carers who tend to volunteer
more information than what is elicited by the
questions, which may speed up the decision
making process.




EMERGENCY CARE COMMUNIATION

o With spouses and family members, call takers
seem to repeat questions and use extensive
confirmation checks through repetition when
relevant information is not forthcoming or is
deemed inadequate.

e Occasionally, spouses volunteer ‘social’” and
‘personal/intimate’ information.




CONCLUSION

o Communicative vulnerability of specific
categories of patients must be addressed in
healthcare encounters.

e The patient and the family carer(s) have to be
seen as part of the intervention system
influencing outcomes.

e There are communicative imperatives
associated with patient- and family-centred care,
which can be mapped on to cultural and
institutional environments - in pursuance of
further research and training provisions.




