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SUDEP, was considered compliant with medication, and was
nol informed about her risk. ‘There was no medical record of
nonadherence, bul evidence at the inguiry was presented thal
Jévin was nol picking up her prescriplions and not laking her
medication as preseribed.

Fadl Brin heen referved to an epilepsy specialist nurse service
(had one existed in Uife) there is, in my view, a real possibil-
ity that she would have been provided with more advice and
information, informet about the visk of SUPET and that her
seizwre frequency and compliance with medication would
have biecen monitored, She might have complied better with
taking her medication. Seizures might have been eliminated,
Shic might not have succumbed to SUDEP (Duff 2011).

Both judicial determinations from Scotland recommend
that SUDEP should be «discussed cmly on with the vast
majority of patients, The judges recopnized the importance
of clinical discretion to withhold diseussion, bul the most
recent determination recomumends that the reason for with-
holding, such us serious harm Lo the palient or ineapacily,
should be recorded (Duff 2011). It is worth noting, however,
that no actions for negligence have yel been reported in cases
involving SUDEPR deaths awd, instead, systems for investiga-
tion in public interest have been activated by some familics
affected by SUDEP. The two aforementioned Scottish cases
both led to chunges in service provision. Fallowing the 2002
Fatal Aceident Inquiry, an epilepsy clinic Lo review patients
with epilepsy was established by the general practice and the
2009 Ombudsman's Report makes réference to the creation
of w new epilepsy specialist nurse post.

ARGUMENTS FOR NONDISCLOSURE

The main arguments against disclosure are that (1) tell-
ing patients will cause anxiety for no bhenefit, (2) there is
no research on patient wishes in this arca and that paticnts
may not want to hear-about SUDLP, and (3) a clinician may
be successfully sued for denying a patient “the right not to
know” the risks ussociated with a condition,

It is understood that patients vary in personality and cop-
ing styles and therefore in their attitude to information and
how (hey use il to navigate health issues (Andrewes el al,
1999; Politi et al. 2007), Some may not want to be involved
in aspecets of discussion or decision making with their health-
cure providers, In the SUDEP debale, those who argue Jor
the right not 1o know highlight differing patient-information-
seeking behiavior such as active searching (seckers), conscious
blocking (avoiders), and & combination of slyles (weivers)
(Morton et al. 2006; Pinder 1990), expressing concern that
where broad requirements (o diseuss SUDEP with all patients
are mandatory preference is therefore given (o the needs of
seckers above all others.

Bul this need not be so. Where guidelines do exist,
there are options for variation. Paticnts’ wishes ave clearly
highlighted in ethical literature on information giving, and
clinical guidelines are always recopnized as bicing subject Lo
clinical discretion where there is good reason not (o follow
a guideline. The General Medical Comneil (2008) advises

dactors Lo provide patients with appropriate information,
which should include an explanation of uny risks o which
they may attach significance. Doctors must not make assuiny-
tions aboul a patient’s understanding of risk or the impor-
tance (hey attach to different oulcomes. They should discuss
these issues with their patient, A clinician who probed patient

_wishes on information provision would have good reason noy

to inform il the patients indieated thal they did not want to
have full information including risks of seizures; if the issue
was regularly revisited; and il there was no material reason
Lo override this, such as nonadherence Lo treatment, Pinder
(1990) investigated information provision using Parkinson's
discase as the case study. She found that elinical practice on
information giving was rarely determined by an accurate
assessment of what the patient wanted, but it was largely dic-
Lated by clinician’s assumptions ns to what patients did or did
not want o know, Clinicians were broadly divided into tlnee
groups of information-giving style: Closed, open, or chang-
ing. Pinder concluded that identifying patient wishes neees-
silates proactive engagement by a clinieian Lo discover whal
the patient wants o know, and ought to know, about their
condition and its treatment. However, the medical literature
suggests that many clinicians have taken speeilic positions
on when to discuss SUDEDP, such as only if o patient asks, at
the time of preseribing ALEDs, or only in cases with (Pinder
1990) recognized risk lactors (Morton et al, 2006).

Qutside the epilepsy ficld, there is some evidenee in the lit-
crature from which to draw, including a systematic review and
a metg-analysis that provide some general indication of the
relationship between bad news and anxiety. The evidence sug-
gests that anxiely is a common and adaptive initial response
to an “at risk™ notification, but it usvally dissipales within a
month (Shaw el al. 1999; Marteau 2008). Psychological theo-
ries of sclf-regulation describe the ways that humans maintain
cquilibrium while responding Lo threal (Taylor 1991), Clearly,
fear unchecked can become negative and vestrictive, bul natu-
ral anxicty should not be assumed as harmful,

Some authors contributing to the SUDEP debate have put
forward the avgument for i patient’s vight not 1o know (Beran
2006; Black 20035), even suggesting that in some circum-
slances clinicians could be sued i they tell patients about
SUDEP (Beran et al. 2004). Although therapeutic privilege
provides a defense to the legal vight to know where there is
good reason that discussing SUDEP wilh a patienl will cause
harm, the concept of u legal right not to know, although
recontly mooted in the context of routine HIV testing and
genetics, is not one that has rvooled yel in any established
legal concep! or legal authority,

A therapeutic privilege exists in medical care to withhold
information where it would cause harm to the patient. This
concepl is recognized by medical law as a defense to a legal
action based on Iailure to disclose a material visk, Therapeutic
privilege is normally confined to a psychiatvic setling, What
is clear from professional guidance and legal precedents is
that therapeutic privilege does not mean unfettered discretion
to decide one way or another, but instead il is conditional on
a process of rational decision making. The General Medical
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Council (2008) of the United Kingdom, for example, states
that such information should not be withheld and that it is
necessary lor making decisions unless the clinician believes
the patient would be caused serious harim beyond being upset
or refusing treatment. Any deeision to withhold information
should be recorded, justified, and reviewed, The concern
about the harm of raising patient anxiety is discussed regu-
larly in the medical litevature on SUDKEP as the reason tor
not providing infornation. Temporary anxicly in a paticnt
is not normally viewed by the courls or ethical bodies as
being sufficient to constitute sensible medical grounds for
withhoelding information (PDeriche v. Easling Hospital NI1S
Trust 2003). The only epilepsy-related research on this sub-
Jject is asurvey of neurologists, some of whom report anxiety
(Mortan et al. 2006). One-third of respondents thought that
information about SUDBP caused anxiety; but they were not
asked how (hey assessed this, whether they followed up to
check il anxieties were Iasting and whether the patient was
ol fered or responded well to furlher information and support,
Interestingly, doctors who discussed SUDEI with the major-
ity of (heir patients were less likely to report negative reac-
lions, suggesting, as the author recognized, a practice elfeet,
The lack of evidence on patient harm from discussion of
SUDEP was highlighted in the recent Scottish investigation.
The Scollish Public Services Ombudsiman (2009) declared
that "much of the evidence in this arcais .., at best ancedotal
and any reliance on an assumption about paticils’ reactions
must be tempered by the lack of actual hard evidence.”

SUDEP INFORMATION: WHEN AND HOW?

Epilepsy is a burden on all patients, with varied risks and
impact depending on the type and control of the condilion,
associated comarbidity, and how each person manages their
unique circumstances and treatment, ‘The impact can be less-
ened, and it is now recommended practice lo give advice
tailored to the individual context (Stokes ¢t al. 2004; Milley
el al. 2014).

Where the decision is made to inform patients about
SUDEP, the timing and method of comnunication continue Lo
be points of debate with little standardization of approachi and
few recommendations. The question may arise in a consulta-
tion il the patient iniliates the discussion, if the professional
initiates the discussion, or i the consultation addresses poten-
tially visky behavior such as poor adherence to treatment.

Should the question be auswered il (he patient asks?
The literature on this question supports disclosure should a
patient ask a question relevant to SUDEP (Beran et al. 2004;
Black 2005; Morton et al. 2006; Brodic and TTolmes 2008;
So et al. 2009; Miller et al. 2014). However, this approach
clearly places the onus of asking on patients, who may not
know which questions (o Irame, Consequently, disclosure is
likely to be restricted to those individuals who are already
well informed and confident enaugh o seek information,

Should the question be addressed only in patients at high
risk for SUDLEP? It is generally agreed that SUDEP infor-
mation should be provided (o high-risk groups, such as (hose
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with poorly controlled seizures, allowing them the opportu-
nily to participate in risk assessment (So 2006; ‘Lomson el al.
2008; Brodie and Holmes 2008). This may include screening
for cardiac interventions and discussion of options for super-
vision (Tomson ¢t al. 2008, 2009; Finsterer and Stollberger
2009). Where patients have epilepsy and learning difficulties,
professional guidelines recommend that health professionals
be aware of the higher mortality visks and discuss these with
the individuals affected, and (heir Families and/or earegivers
(Stokes et al. 2004), For people with newly dingnosed or mild
cpilepsy, the risk may be lower; but SUDEP deaths do oceur
in this growp as noted by the Scottish Vatal Accident Inquiries
(Taylor 2002; Duff 2011). Neveriheless, the assumption has
prevailed that SUDEP is a risk for only those with intractable
cpilepsy (Tomson et al. 2008), which, (o some exlent, ignores
“... the larger group of indivicuals with better but not fully con-
trolled epilepsy who have a lower, bul nevertheless real, risk of
SUDEP" (Tomson et al. 2008). In the clinical audit of epilepsy-
related death in the United Kingdom, anumber of SUDEP cuses
were recorded in patients having only rave seizures, Looking at
158 adull patients who had attended specialist care, 5% were
known to have had less than one seizare per year, 3% were
people noted to have had a single seizure or (he first in many
years, and 4% were people considered (o be seizure free, 1L was
noted thal 25% of the deaths were in people whose records did
not record the frequency of seizures, and 22% were in people
where the records were not clear. Six percent of the patients
who died were not treated with AEDs (Hanna et al, 2002).
There is general agreement that SUDEP discussion should
take place if circumstances waveant this. This is parcticnlarly
important with the nonadherent patient (Black 2003; Morton
et al. 2000; Sa et al. 2009; Miller et al. 2014), The chal-
lenge is timely identification of nonadherence. Research in
other chronic conditions has shown that it is often ditficull
for a dactor to know who will comply with treatments as
prescribed and why (Wertheimer and Santelfa 2003; Horne
2000). Further, during the consultation patients often over-
estimate adherence so as nol 0 disappoint (Horne 2006).
Waiting until the patient is known o be nonadhierent may
be too late, or it may be impossible to change their behavior,
The reporl of the Fatal Accident Inquiry into the deathy of
Erin Casey is illusteative as the clinical tewn considered Brin
low risk and adherent to reatment, ‘I'he judge found that Brin,
who died only 7 months following diagnosis, did not find
her medication straightforward and without any support or
cffective monitoring was not in fact taking it as preseribed or
indeed picking up her repeat preseriptions. She did not give
any indication in appointments that she was failing to adhere
to her medicution regime but did express concerns about
tiredness und weight gain and interaction with the contracep-
tive pill leading to a reduction in dose. The judge concluded
there was a real possibility that had Brin been told about the
risk of SUDEP she would have managed her condition differ-
cntly. e recommended that the vast majorily of people with
cpilepsy should be advised of the risk of SUDEP on or shortly
after dingnosis unless a particular patient is judged to be at
visk of serious hawrm Ly (he provision of such information.
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It may underline the need to comply with the regime of med-
ication and it may reinforce the merit in adopting medes of
lifestyle which could reduce the risk of seizure and therefore
of succumbing to SUDEP. Finally it would give the clini-
cian, the patient and their family the opportunity (o consider
issues of night supervision, the use of scizure alarms and
the praclice of resuscitation techniques all of which, on the
evidence which T aceepted, might reduce the risk of SUDEP
(Duff 2011).

Wilh evidence that maintenance of a stable AED regi-
men might reduce risk, it would be timely for discussion
about risks and benefits of treatiment (o inclnde the small risk
of fatality from a seizure (Cook 2005; Faught et al. 2008;
‘Lomson el al. 2008; Tughes 2000). In the words of a person
with epilepsy, “for many, the decision (o take medication is a
huge one. If they are not aware of the dangers of seizures as
well as the side-effects of medication [ do not feel that their
decisions are lruly informed” (Kearton 2005).

ADHERENCE, SELF-MANAGEMENT,
AND SHARED DECISIONS

Nonadherence o preseribed medication regimens inepilepsy
is associated with a more than threefold increased visk of
mortality (Faught el al. 2008). However, the issue of adher-
ence is not straightforward (Wertheimer and Santellu 2003;
Horne 2006; Chapman et al. 20id). When altempling to
address this problem, it must be remembered that nonadher-
ence is a variable and dynamic behavior and patients may not
necessarily be consistently adherent or nol adherent,

A guideline for the United Kingdom on shaved decision
making and medicines adhierence suggests that medicine lak-
ing is “... a complex human behaviour ..M and that unwanted
and unused medicines ... refleet inadequate communication
between professionals and patients ..." (Nunes el al. 2009),
Health professionals working wilh epilepsy patients recog-
nize the complexities of risk communication and adherence
veflected in a recurring troubling scenavio, aspeels of which
are reflected in the stories of David, Celine, and Peter pre-
sented in Sudden Unexpected Death in Epilepsy: A Global
Conversation (Chapman el al, 2005). A young person dies,
and discussions with family and friends veveal the pic-
tre of a vibrant individual who did not want to have epi-
lepsy. Seizures were embarrassing and a nuisance, bul they
believed coping well meant not to fuss and friends were told
nol o worry. 1t appears that their doctors may have consid-
ered them 1o be well controlled, adherent, and adequalely
informed paticnts, However, (hese palients and their familics
did not realize that epilepsy could be fatal and the beveaved
familics often indicate that adberence was likely Lo have been
spasmodic. Frequently, bereaved familics belicve that the
young adults would have handled their epilepsy dilferently
i they had really understood the risks of their condition, and
(his possibility continues to haunt ther. Driving, employ-
meut, and the adverse effects ol medication ave all issues for
young people to navigate. ‘They balance their lives with (heir
epilepsy as they believe best. However, some coping and

self-management styles, while apparently suecessful, if not
adequately informed, may in fact lead to vuluerability.

Sell-management of epilepsy (how people live with the
condition) is a complex activity that can be measured by
exploring vavious domains including contral of seizures,
provision and use of information, use of medicines, staying
safe, and lifestyle (Dilorio et al, 1994). A study of adherence
and sell-management showed an association between non-
adherence and low sell-management scores. Patients al visk
through low self-management scores weve thuse people in
employmient, those living with others, and those with a high
level of education (Smithson et al. 2012).

Resenrch across chronic canditions has consistently found
that lack of adherence is associated wilh patients” doubts
about their need for medication and concerns about side
effeets (Horne 2006). Patients with asthma, for example,
were significantly more likely to endorse the need for regular
medication if they shared the “medical view" of asthmaas an
“sente or chronic condition” with potentially serious conse-
quences. 1€, on the other hand, patients saw their condition as
chronic only, they were more likely to doubt the need for reg-
ular medication. The implications for asthma (reatment were
that it is not sufficient to advise a patient to take medicalion
but that a clear rationale is needed. A medicines Necessily
Concerns Framework has been developed, and this postu-
lates that adhierence to lreatments is the interplay between
patients® belict in their personal need for treatment and their
concerns aboul polential adverse consequences of treatment,
Nonadherence is inereased when patients express high con-
cerns and Jow necessity ([orne et al, 2013). This framework

" was applied to a population with epilepsy, aud it has becn

shown that people with strong concerns about AEDs were
more likely to be nonadherent (Chapman et al. 2014).
Behavioral theory might help explain why patients who
have 2 mind-set that seizures are benign may make poor deci-
sions regarding the management of (heir condition because
(hey are missing important information {Austin 2011). The
severity of any polential harm is recognized as a key influence
on health behavior and decision making (Weinstein 1999). It
patients and cavegivers do nat appreciate that avoidance of
fatality is one reason for treatment, it yaises the question of
whether this lack of information is significant lo patient deci-
sions about adherence and self-management. In people with
epilepsy, there is some evidence thal a discussion of the risks
of the condition (including SUDEP) by specialist nurses can
improve adherence (Lewis 2008) and that missed prescriptions
are a risk factor in epilepsy death (Ridsdale et al. 2011), The
rigk of death following a seizure might be significant to some
patients in balancing the visks and benefits of their behavior,
Some information on epilepsy routinely imparted to
patients may create major disincentives for engagement
with treatment. The concern over possible loss of a driver’s
license, or unpleasant side effects, for example, may inhibit
reporting of seizures or atlendance at appointments. It is logi-
cal to Tully inform patients aboul risks soon after dingnosis
when there is possibly the greatesl polentiai to conmnuni-
cate the imperative of aiming for seizure freedom through
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appropriate treatment and lifestyle choices. As lime passes,
il few scizures are experienced with no apparent harmful
effects, there is the potential for patients to become blasé
aboul seizures and more concerned aboul the daily inconve-
nience of treatment and lifestyle aduptation,

Whether an individual patient is perceived to be at high or
low risk for SUDEP, his or her behavior cannol be predicied.
Private decisions take place oulside (he consulting room.
Life changes occur, and people with epilepsy will make deci-
sions based on the framework of knowledge that they have
been given, with some choices leading (o fatal outcomes. Hor
example, when a young woman unexpeetedly becomes preg-
nant she may decide to stop her epilepsy medication without
consulting any doctor, National investigations ol mater-
nal deaths consistently raise concerns that many pregnant
women with epilepsy are concerned about the side cffects of
medication, and there ace a steady number of women who die
cach year that appear to have stopped medication, with and
without the knowledge of their medical team. ‘The impor-
tance of preconception counseling for women with epilepsy
ol childbearing age is a key vecommendation of the report
into all maternal deaths released in the United Kingdom
(Lewis 2007). Beeause not all pregnancies are planned, il is
imperative that such information must be given at (he first
opportunily, with frank two-way communication underpin-
ning true physician—patient concordance (Horne 20006) and
hopefully engendering informed patient adherence.

Ln the United Kingdom, detailed professional guidance has
been developed to mark the shift toward patients and doctors
making decisions together and reflects exchange of informa-
tion between putients and docetors as being central to decision
making (Nunes et al. 2009). This should include information
on diagnosis, prognosis, and uncertaintics, plus information
on the potential benefits, risks, and burdens of treatment anc
of not treating (General Medical Council 2008).

Focusing on comprehensive epilepsy cducation as the
framework for SUDEP discussions is a positive recommen-
dation (So 2009), although models and cvaluation of such
programs have been limited (Institute of Medicine 2012).
Fortunately, in recent years the Managing Epilepsy Well
network of the CDC (hup:diwwwiede.govicpilepsy/) in the
United States has begun to provide leadership in the develop-
ment and testing of innovative selFmanagement programs.

CONCLUSION

"The cause of SUDEP is yet to be discovered; however, the iden-
tification of certain risk factors now provides a platform for
preventative action. Strong campaigns by community-hased
epilepsy organizations have increased awareness of epilepsy-
related visk in people with epilepsy, the broader community,
healthand forensic professionals, and policy makers, Guidelines
in some countries now address the need for improved patient
education regarding risk management as well as high-quality
medical management. Unfortunately, many countries are yello
be influenced by these developments, so the future goal must
be the development of global strategics through international

309

nelworking, Scientific research into SUDEP is increasing, and
the establishment of international epilepsy-refated death reg-
isters will gradually bring together important data to assist in
demystifying this tragic phenomenon,

For many yeus, there has been reluctance by some health
professionals to talk openly about SUDEP, Iowever, the
weight of opinion is shifting to full disclosure. A call for
apenness on SUDEP, encouraging enrly discussion of risk,
was backed by an international expert panel and 14 inler-
national epilepsy organizations at the 30th International
Epilepsy Congress in Montreal during 2013 (www.sudep.org
farticle/sudepactionleadscallforopenness2013), -

In response to calls for disclosure and diseussion, many
health professionals are uusure of how to respond. This sug-
gests that the philosophy of self-management and informed
decision making have not been universally adopted into epi-
lepsy cave. If this framework was in place, it would be a shiort
and sell-evident step (o include SUDEDR in usual risk com-
munication. Consequently, the SUDEP debate has injected
some wigency into the discussion on how epilepsy education
generally should take place, something which is long overdue
(Prinjha et al. 2005).

Risk assessment and communication should not stand alone
from the general epilepsy information that is integral Lo patient
decision making, We would therefore endorse the vision for
oplimal education in epilepsy as o foundalion for patient sell-
management recently put forward by the [ustitute of Medicine.

People who are informed, supported and actively engaged
in productive interactions with “prepared, proactive, prac-
tice tenms™ (Wagner et al, 2008) should he at the center of
a health cave system that is designed 1o provide access to
high-quality epifepsy care. 'To be consistent with this broad
framework for the delivery of health care, appropriate cduca-
tiomal programs and resources ought to be readily available
to cnsure that people with epilepsy Gnd their familics and
eare-givers) are knowledgeable aboul the condition and have
the requisite skills to engage in productive interactions with
their health care team (Institute of Medicine 2012),

With this knowledge, the patient is belter able o mianage
their condition and make informed choices about medicines
and personal safely.

REFERENCES

Antlrewes D, Camp K, Kilpatrick €, Cook M. The assessment
and teeatment of concerns and anxiety in patients undor-
going presurgical monitoriug  for  epilepsy.  Epilepsia
1999:40(11):1535 42,

Austin L. SUDEP; Risk perception and communication. In: Chapmun
D, Panelli R, Hanna J, Jelts T, eds. Studden Unexpected Death
in Epitepsy: Contimting the Clabal Conversation. Camberwell:
Epilepsy Australia, Epilpesy Bereaved & SUDEP Aware: 201 1.

Bellon M, Panelli R, Rillona E. 2014. Eixploring the experiences
and needs of people hereaved by epilepsy: Results from an
online Austealian survey (poster). 10 Asian and Oceanian
Congress, Singapore.

Beran, RG. SUDEP—"To discuss or nol discuss: ‘That is the guestion.
Lancet Newol 2006;5(6):164--5,




3o Sudden Unexpected Death in Epilepsy: Mechanisms and New Methods for Analyzing Risks

Beran R, Weber 5, Sungaran R, Venn N, TTung, Review of the legal
obligations of the doctor to discuss Sucden Unexplained
Death in Epilepsy (SUDEP)-—A cohort controlled compara-
tive cross-matched study in un oulpatient epilepsy clinic,
Seizwre 2004;13(7):523-8,

Black A. SUDEP--Whether to tell and when? Medical Law
2005;24(1):41-9,

Bolitho v. City and Hackney Health Awthority, 1998, AC 232,

Rrodic MI and [Tolmes GL.. Should all patients be told about sud-
den unexpected death in epilepsy (SUDEP)? Pros and cons.
Epilepsia 200849 (59):99-101.

Chapiman  SCE, Home R, Chater A, lukins 1, Smithson
WH. Patients’ perspectives on antiepileptic  medication:
Relationships between beliels about medicines and adherence
among palients wilh epilepsy in UK primary care. Epilepsy &
Behavior 20143 31:312- 20,

Chapman D, Moss I3, Panelli R, Pollard I, eds. Sudden Unexpected
Death in Epilepsy: A Global Conversation. Camberwell:
Epilepsy Australin & Epilepsy Bereaved; 2005,

Chapman 1, Panelli 1, Hanna J, Jefls Iy eds. Sudden Unexpected
Death in Epilepsy: Continuing the Glohal Conversation.
Camberwell: Lpilepsy Australia, Hpilepsy Dereaved &
SUDEP Aware; 2011,

Cliester v. Alshar. 2005, 1 A.C. 13,

Cook M. Refleeting on my clinieal expericuce, In: Clapman D,
Moss B, Panclli R, Pollard R, cds. Sudden Unexpected Deatlt
in Epitepsy: & Global Conversation. Camberwell: Epilepsy
Australin & Epilepsy Bereaved; 2005,

Couldridge I, Kendall 8, Mareh A. A systemalic overviow-—aA
decade of research. The information and covmselling needs of
peeplewith epilepsy. Sefzioe 2001;10(8).605-14,

Departmient of Health. Improving Services for Peaplewith lipilepsy.
London: Department of Healtl; 2003,

Deriche v. Easling Hospital NHS Trast. 2003, EWHC 3104 (QB).

Dilmio C, Faherly 13, Manteaffel B, Ipilepsy sell~-management:
Partial and extension. Nwrsing & Health 1994;173:167-74.

Duft AJM. Determination of Sherill Alistaic Dult, Sheriti of Tayside
Central sl Fife at Dundee. Inquiry held under fatal accidents
and suddelen deaths inquiry (Scotland) Act 1976 inlo the deaths
ol Brin Casey and Clwistina Fiorre Hia; 2011,

Faught L, Duh MS, Weiner JR, Guerin A, Cumnington MC,
Nonadherence to antiepileptic drogs and inereased  inor-
tality: Findings from the RANSOM sludy. Newwlogy
2008;71(20):1572-8.

Fiusterer, )., and C. Stollberger. 2009, Cardigpulmonary surveil-
lunce o prevent SUDEPR. Lancet Newrol 8(2):131-2; author
veply 132--3.

liox S, Duggan M. 2013, lealth Online 2013, Pew Research
Center, Available at htip://www.pewinternet.org/2013/01/15
Mealth-online-2013/.

Fraenke! L, McGraw S. Participation in medical decision mak-
ing: The patienls' perspeetive. Med  Decis  Making
2007,27(5):vs533-8.

Gayatri NA, Morrall MC, Jain ¥, Kashyape P, Pysden K, Ferrie
C. Parental and physician beliefs regarding the provision
aned content of writlen sudden unespected death in epilepsy
(SUDEP) information, Epilepsia 2010;51(5):777--82.

General Medical Council, Consent: Patients and Doclors Making
Decisions Together, London: General Medical Couneil; 2008,

Hanna NJ, Black M, Sander IWS, Smilhson WS, Appleton R,
Brown S, Fish DR, The national sentinel clinical audit of
epilepsy related death: Epilepsy  Dzath in the shadows: The
Stationary Ofifice; 2002,

Helgeson DC,, Mittan R, “Tan SY, Chayasirisoblion S. Sepulveds
Epilepsy Edueation: The efficacy of a psychoeductional
treatment program in (reating medical and  psychosocinl
aspects ol epilepsy. Epilepsia 1990;31(1):75-82.

Hesclorffer DC, T ‘Tomson, Be;ml X, Sander JW, Nilsson L, Langay
Y, Walczak TS, Beghi E, Brodic MJ, Hauser A, ILARE
Commission on Bpidemiology, and Subcommission on
Mortality, Combined analysis of risk factors for SUDER,
Epifepsia 2011;52(6):1150-9.

Hitiris N, Suraiman S, Kelly K, Stephen LJ, Sills GJ, Brodic MJ.
Sudden nnexpected death in epilepsy: A search Tor risk fac-
tors. Bpilepsy Behav 2007;1001):138-11.

Horne R. Compliance, adherence, and concordance: Implications
for asthina reatment. Chest 2000;130(51):65-72.

Horne R, Chapman SC, Parham R, Freemantle N, Forbes A,
Cooper V. Understanding patients” adherence-related beliets
about medicines preseribed for long-term conditions: A metn-
analytic veview of the Necessily-Concerns Framework. PLoS
One 2013;8(12):¢30633,

Hughes JR. A review of sudden uwnexpected death in cpilepsy:
Prediction of patiemsatrisk. EpilepsyBelav2009;14(2):280- 7,

Institnte of Medieine. Epilepsy acrass the Speetrnm: Promating
Iealth and Understanding, Washinglon, DC: Institite of
Medicine; 2012, .

Jefls, TC, Elizabeth ID. Our epilepsy story: SUDEP Aware.
Ipilepsia 20014 hupsfds.doi.ong/ 10011 Hepi. 12599,

Jones 1., Naude J1, Sudden unexpeeted death in epilepsy informa-
tion provision to parents of children with epilepsy-a service
evaluation, J Newrol Newrosurg Psychiatry 2013;84(11):e2,

Kearton M. Living with the risks. In: Chapivan D. Moss B, Panelli R,
Pollad R, eds. Sudden Unexpected Death in Epilepsy: A
Global  Canversation,  Camberwell,  Australia: - Epilepsy
Australia & Lpilepsy Bereaved; 2005, pp. 54-56.

Kennelly €, Riesel L Sudden ceath and epilepsy: The views and
experiences of bereaved relatives and carers [Repoit by
College of Health] 2002, Available at hitps:/wwivsudep.org
fsudden-death-and-gpilepsyll,

Langan Y, Nashel L, Sander JW. Casc-contiol sty of SUDEP.
Newmrology 2005,64(7): 1 1313,

Lewis G, el The Confidential Enguiry into Maternal and Child
Health (CEMACIH). Saving mothers' lives: Reviewing maler-
nal deaths to make mothethood saler—2003.2005The sev-
entl report onconfidential euquirics into maternal death in the
United Kingdom. London: CENACH; 2007,

Lewis S, Higgins, Goodwin M. Informing patients about sudden
unexpected death in epilepsy: A survey of specialist nurses.
BrJ Newrosei Nios 2008;4(1):30-4.

Marlean TV Screening for aorlic ancurysm: Detection is nol s
havmful as it might seem. Brir Med J 2008:336(1651):9713 -4,

Mendonga PR, Avida BM, Cavalligivo iy, Scorza I'A. Show and tell:
Revelations about SUDEP from the Latin Ametican Summer
Schoo!l on epilepsy. Epilepsy Behay 201 1;22¢10):8 13-,

Miller WR, Young N, riedman D, Buelow JM, Devinsky (.
Discussing sudden wnexpected death in cpilepsy (SUDIEP)
with paticots: Practices of health-care providers. Epilcpsy
HBehay 2014;32:38—4 1.

Miltan R. Fear of scizures. Toz Whilman S, Hermann 13, eds,

" Psychiopathelogy in Lpilepsy: Social Dimensions, New York:
Oxlord University Press; 1986,

Mittan R, Managing fear, In: Chapman D, Panelli R, anna 1, Jelis T,
eds. Sudden Unexpected Death in Fpilepsy: Continuing the
Global Conversation. Camberwell: Lpilepsy Anstralin &
Epilepsy Bergaved; 2005.

-




Providing Information about SUDEP

Monte CP, Avends J13, 'Tan LY, Aldenkamp AL, Liniburg M, de Keom
MC. Sudden unexpected death in epilepsy paticnts: Risk fac-
tovs, A systemitic veview. Seizure 2007;16(1):1-=7.

Moon RY, Horne RS, Hauck PR, Swdden infant death syndrome.
Laneer 2007;370(9598): 1578 81,

Morton B, Richardson A, Duncan S. Sudden wnexpeeted deatly in
epilepsy (SUDEP): Don't ask, don't tell? J Newrol Newosurg
Psychiatry 2006;77(2):199-202,

Nushel L. Sudden unexpeeted death in epilepsy: eidence, eircun-
stanees wnd mechanisms. MD “Thesis, University of Dristol;
1995.

Nashel L, Anncgers JI Brown SW. Intraduction and overview,
Sudden unexpecied death in epilepsy. Fpilepsia 1997,
38(S11)1-2.

Nunes V, Neilson 3, O'Flynn J, Calvert N, Kuntze S, Smithson 1,
Benson I et al. Clinieal Guidelines and Evidence Review jor
Medicines Adherence: Invelving Patients in Decisions about
Prescribed Medicines and Supporting Adherence, 1.ondon:
National Collaborating Centre for Primary Care and Royal
College of General Practitioners; 2009,

Opeskin K, Berkovie 11 Risk factors for sudden unexpected death
in cpilepsy: A controlled prospective study based on coraners
cases. Seizire 2003;12(7):45664.

Otanm S, Al-Jishi A, Montgomery A, Ghwanmeh M, Atoum A, Degth
anxiely in patients with epilepsy. Seizure 2007;16(2):142-6,

Peacce v. United Bristol Healtheare NHS Trust, 1999, 48 BMILR 118,

Petticrew M, Sowden A, Lister-Shaip D. False-negative results in
screening programs. Medical, psycholagical, and oflier impli-
cittions, fitt J Technol Assess 2001317(2):164 0.

Pinder R, What to expect: Information and the management ol
uncertainty in Parkinson's disease. Disabil Handicap Soc
1990;5(1):77-92.

Politi MC, Han PK, Col NF. Communicating the unceriainty of
harms and henefits of medical interventions. Med Decis
Making 2007;27(5):681 -95.

Prinjha S, Chapple A, Herxhelmer A, McPherson A. Many people
with epilepsy want to know more: A qualitative study, Feom
Pract 2005;22(4):435-11, .

Ramachandran Naiv R, Juck SM, Meaney B, Ronen GM.
SUDER: What do pavents want to know? Epitepsy Behav
2013;29(3):560-4,

Ridsdale L, Charlton J, Ashworth M, Richardson MP, Gulliford MC,
Epilepsy mortality and risk factors for death inepilepsy: A pop-
ulation-based stucy. Brit J Gen Pract 2011;61(586):¢271-8.

Rogers v. Whitaker. 1992. 175 CLR 479,

Ryvlin, Nashef L, Tomson T. Prevention of sudden unexpeeted death
in cpilepsy: A realislic goal? Ipilepsia 2013;54(82):23 -8,

Scottish  Intercolleginte  Guidelines Network.  Diagnosis  and
Management of Epilepsy In Adults, Fdinburgh: Scottish
Intercollegiate Guidelines Netwaork; 2003,

Scattish Pablic Services Ombudsman. Report 200700075, hup://
wwwspsanorg.ikfinvestigation-reports/2009/march/fife-nhs-
board; March 2009,

Shankar R, Cox D, Jalihal V, Brown'S, Thiuna J, McLean 13, Sudden
unexpeeted death in epilepsy (SUDEP): Development of a
salety cheeklist, Seizire 2013:22(10):812--7.

Shankar R, Jalihal V, Walker M, Laughatne R, McLean B, Carlyon
J, Havna J el al. A community study in Corwall UK of sud-
den unexpected death in epilepsy (SUDEP) in a 9-year popu-
Iation sample. Seewre 2014;23(5):382 5,

Shaw C, Abrams K, Marleau TM. Psychological impact of predict-
ing individuals' risks of illness: A systematic review. Soe Sei
Med 1999:49(12):1571- 98.

311

Smithson WH, Tiukins 13, Colwell BB, Mathers N. Developing
it method toidentify medicines non-adherence in a1 com-
munity sample of adulls with epilepsy. Epilepsy lehay
2002;24(1):49 .53,

So BL. Demystilying sudden unexplained death in epilepsy—Are
we close? Epilepsin 2006:47(S1):87-92,

So EL. Symposinm on the neurophysiology of sudden unexpeeted
death in epilepsy. J Clin Newophysiol 2009;26(5):295-6.

So EL, Bainbridge J, Buchhalter JR, Donalty J, Donner K1, Finueane
A, Graves NM et al. Report of the Ameican Epilepsy Society
and (he Epilepsy Foundition joint lask force on sudden unex-
plained death in epilepsy. Epilepsia 2009;50(4):917--22,

Spratling WP, Prognosis. In: Epilepsy and Its  Treatment,
Philadelphia: WB Suunders; 1904,

Stokes I, Shaw EJ, Juarez-Gaicin A, Camosso-Stefinavie J, Baker R,
Clinical guidelines and evidence review for the epilepsies:
Dingnosis and management in adults and childien in primary
and secondary care, CG20 Tull guideline: Royal College of
General Practitioners (RCGPY; 2004,

Surges R, Thijs R, Tan HL, Sander W, Sudden unexpected death
in epilepsy: Risk factors and potential pathomeehanisms. Nat
Rev Newrol 2009;5(9):492-504,

Taylor JA. 2002, Determination of Sheriff  James Taylor,
Sherifl” of the Sheriffdom of Glusgow and Strathkelvin at
Glosgow. Inguity held under fatal accidents and sudden death
inquiry (Scotland) Act 1976 into the dealh of Colette Muric
Findiny,

laylor SE. Asymmetrical effects of positive and negative events:
The mobilization-minimization hypothesis. Psychol  Bull
1991 110(1):67-85,

Tomson T, Nashef I, Ryvlin 2 Sudden wiexpected death in epi-
lepsy: Current knowledge and futwre directions. Lenees
Newrol 2008;7¢11):1021 31,

‘Tomson I, Nashefl L, Ryvlin P\ Candiopulmonary surveillance to
prevent SUDEP: Author's reply. Lancet Newrol 2009;8:132-3,

Tonsaker, T., Barilett G, and Trpkov C. [Health information on
the Internct: Gold mine or minelicld? Can Fam Physician
2014;60(5):407-8.

Vegni E, Leone 1, Conevini M, Tinuper 1), Moja L, Sudden nnex-
peeled deathin epilepsy (SUDER): A pilatstudy on it telling
wmong lialian epileptologists. Newol Sei 201 1;32(2):331-5,

Videto v. Kennedy. 1981, 125 DLR (3rd) 12.

Waddell B., MeColl K, Tarner C, Norman A, Coker A, White K,
Raberls R, Heath CA. Are we discussing SUDEP? A relro-
spective case note analysis. Seizie 2013;22(1):74 6.

Wagner EH., Bennett SM, Austin BT, Greene SK, Vonkorff N,
Finding common ground: Patient centredness and evidence-
bascd chronicillnesseare.d Alrern Complem Med 20051 1(S1):
7-15.

Wannamaker BB, Medicolegal and clinical experiences In: Lathers
CM, Schraeder PL, Bungo MW, Teestma JI3, eds. Swdiden
Deatl in Epilepsy: Forensic ad Clinical Issues. Boca Raton:
CRC Press/Tuylor & Yrancis Group; 2011,

Weinstein ND, What does it mean to understand 2 rvisk? Bvaluating
riskcomprchension. J Natl Cancer IMonogr 1999;(25):15 20,

Welsh Assembly Government. Service Development Diveclives for
Epilepsy. Wales: Welsh Assembly Government; 2000,

Werlheimer AL, Santella v, Medication complinnce rescarcl
Still so far to go. Jowrnal of Applicd Researel in Clinical anid
Experimental Therapentics 2003,3(3):254 61,

Woodward S, Pope A, Rabson W1, Vagan O. Bereavement coun-
selling after sudden infant death. Dvit Med J (Clin Res 1)
1985:290(6465):363 5.







