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ABSTRACT | Medical specialties have recognized that
breaking bad news assists clinical practice by mitigating the
impact of difficult conversations. This scenario also encourages
various studies on breaking bad news in ophthalmology since
certain ocular diagnoses can be considered bad news. Thus,
the objective is to review the scientific literature on breaking
bad news in ophthalmology. The literature databases like
MEDLINE/PUBMED, EMBASE, LILACS, SCOPUS, COCHRANE,
and SCIELO, were screened for related research publications.
Two independent reviewers read all the articles and short-
-listed the most relevant ones. Seven articles, in the formats
of original article, review, editorial, oral communication, and
correspondence, were reviewed. Conclusively it reveals that
ophthalmologists are concerned with communicating bad
news effectively but lack related studies. Nevertheless, there
is a growing realization that training in breaking bad news can
increase physicians’ confidence during communication, thus,
benefiting the therapeutic relationship with the patient and his
family. Therefore, it would be valuable to include breaking bad
news training in the curriculum of residencies.
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RESUMO | O reconhecimento sobre a comunicacdo de mas
noticias como mitigadora de conversas dificeis por outras
especialidades médicas, incentiva o estudo desta tematica na
oftalmologia. Sendo assim, o objetivo deste estudo é revisar a
producdo de pesquisas cientificas sobre a comunicacdo de mas
noticias em oftalmologia. Para isso, foi realizada uma revisao de
literatura. As bases de dados utilizadas foram MEDLINE/PUBMED,
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EMBASE, LILACS, SCOPUS, COCHRANE e SCIELO. Dois revisores
independentes leram todos os artigos e selecionaram a amostra
final. Sete artigos foram escolhidos nos formatos de artigo
original, revisdo, editorial, comunicacdo oral e correspondéncia.
Os oftalmologistas estao preocupados em comunicar as mas
noticias de forma eficaz, mas faltam estudos sobre o tema. No
entanto, ha uma crescente percepcgao de que o treinamento
de comunicagdo de més noticias aumenta a confianga dos
médicos na comunicacgdo, beneficiando a relagdo terapéutica.
Portanto, seria valioso incluir este treinamento no curriculo
das residéncias.

Descritores: Comunicacdo de mas noticias; Comunicagio;
Competéncia Clinica, Relagdes médico-paciente; Oftalmologia;
Revelagdo da verdade

INTRODUCTION

Breaking bad news (BBN) is the communication of
critical health issues when patients experience a dras-
tic negative change in their current reality and future
perspective. 1t is usually performed by healthcare pro-
fessionals and directly impacts the patients’ experience
with the health/disease process and prognosis®?.

In medical specialties such as oncology and pallia-
tive care, the BBN process is an important part of the
treatment, requiring an in-depth study of BBN’s biop-
sychosocial impacts“*?. In other clinical specialties that
address genetic, hereditary, and degenerative processes,
bad news refers to the lack of effective treatment and
worsening of the clinical condition.

In ophthalmology, several diagnoses can be consi-
dered critical or bad news, such as glaucoma, inherited
retinal dystrophies, age-related macular degeneration,
and ocular trauma®®?®. Many studies have demonstrated
that eye diseases that cause considerable loss of vision
lead to a significant reduction in patients’ quality of
life and increase comorbidities, such as anxiety and
depression®'".
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Even though it is not life-threatening, visual loss is
experienced as the death of one of the senses and dras-
tically reduce the level of autonomy and performance
of daily activities. Families also experience changes in
their routines as they have to accompany the patient
everywhere!""3,

Due to the particularities listed above, communica-
tion of bad news can be considered a delicate process by
medical teams and of great importance in the adaptation
of the patient to the disease*'. Therefore, training
protocols were created to guide BBN.

Several medical residences train their professionals
for effective and adequate communication of bad news.
Training can take place through expository classes,
roleplay, and guided practices based on protocols‘®'”.
Internationally, the most used protocol is the SPIKES
protocol created by Buckman in 1992. Terminal illnesses
and grieving processes have been attenuated through
such protocols!®'.

SPIKES is an acronym, and each letter represents an
orientation step in doctor/patient communication.

» Setting up: The induction point of the relationship,
must be conducted in an accessible and welcoming
manner.

* Perception: The time to understand the patient’s
knowledge about diagnosis and possible prognosis.

* Invitation: The specialist/healthcare provider invites
the patient to discuss the illness and to determine the
depth of the discussion. This determination is based
on the patient’s desire and the understanding of the
cognitive and emotional condition.

* Knowledge: It is the passing of information in an
accessible and personalized way, leading to an emo-
tional reaction to the news.

* Emotions: The moment of emotional reaction to the
news; must be treated with sensitivity, acceptance,
and empathy.

* Strategy and Summary: It is the time to make necessary
referrals, assessing the biopsychosocial conditions
and the patient’s diagnosis"8'9.

In 1991, the Institute for Families of Blind Children
produced the first documentary related to BBN in
ophthalmology. This documentary demonstrated the
importance of proper BBN in ophthalmology and how
unprepared professionals could lead to difficult con-
versations®?.

Medical specialties such as oncology and palliative
care have recognized that BBN assists clinical practice
by mitigating the impact of difficult conversations. This
scenario encourages the expansion of studies on BBN
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in ophthalmology since certain ocular diagnoses can be
considered bad news. The objective of this study is to
review scientific research on BBN in ophthalmology, ex-
plicating current knowledge in this area and suggesting
points to be evaluated in the future.

METHODS

We conducted a literature review using our re-
gistered account in the Open Science Framework
(https://osf.io/chdzy)/).

The inclusion criteria for the articles were as follows:
articles that addressed BBN in ophthalmology in diffe-
rent formats, such as original article, review, editorial,
oral communication, and correspondence.

The exclusion criteria for the articles were as follo-
ws: articles written in a language other than English,
Spanish, Portuguese, and French and replicated articles.

The first phase involved the search for keywords
related to the research question in different databases,
namely, MEDLINE/PUBMED, LILACS, SCOPUS, EMBASE,
COCHRANE, and SCIELO. The key words searched inclu-
ded Breaking Bad News * AND Ophthalmology, Breaking
Bad News * AND Eye Disease, Breaking Bad News *AND
Ocular disease, Truth Disclosure * AND Ophthalmology,
Truth Disclosure * AND Eye Disease, Truth Disclosure
* AND Ocular Disease, difficult conversation * AND
Ophthalmology, difficult conversation * AND Eye Disease,
difficult conversation *AND Ocular disease.

Two independent reviewers with a degree in psycho-
logy read the titles and abstracts and selected the arti-
cles for initial sampling. Then, based on the inclusion
and exclusion criteria, reviewers determined the articles
in the final sample and read them in full. Data extrac-
ted from the selected articles were first author, year of
publication, title, country of origin, type of article, main
points discussed, and the conclusions.

RESULTS

Screening of various literature databases yielded 80
related articles, of which 61 articles were without repeti-
tion. On the basis of the inclusion criteria, seven articles
were read in full and selected for the final sample. A
flowchart depicting literature screening process and its
results is provided (Figure 1).

The selected articles have the following formats:
editorial, communication, mini-review, corresponden-
ce, and original article. The selected articles originated
from only four (4) countries: two (2) from North America
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(United States of America (USA) and Canada) and two (2)
from Europe (France and the United Kingdom). Table 1
shows the main data for each included article.

Main points and conclusions of the articles

VanderVeen®" commented on syndromic ophthal-
mic cases that require multidisciplinary teams and are
increasingly diagnosed through genetic testing, citing
a disease called neuronal ceroid lipofuscinosis. The
main conclusions referred to patience and time needed
to deal with difficult conversations with the need for
sincerity in the diagnosis and a simplified explanation.
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Figure 1. Depiction of the literature review flowchart.

Table 1. Main data of the included articles

The main objective of these conversations was to make
patients and families feel that there will always be so-
mething needed to be done and that the medical teams
will take responsibility for the case.

The intercultural approach was discussed by Mancel
Salino®? through a case report on the announcement of
childhood blindness, exploring the importance of cultu-
re in the understanding of a disease. The three key points
for the intercultural approach included the knowledge
of the meaning of health/illness for a certain culture, the
integration of this knowledge during consultations, and
the mediation of elements of the culture during crises.
This approach leads to greater physician ease during
difficult conversations and patients’ understanding of
their diagnoses and prognoses.

Hilkert et al.?® pointed out protocols and training
for BBN in various medical specialties, designing and
evaluating a BBN pilot training in ophthalmology. Accor-
ding to the results, ophthalmologists (both teachers
and residents) perceived the need for structured BBN
training, with 73% indicated the need during residency.
The training demonstrated an improvement in residents’
confidence while communicating the bad news and their
willingness to use the SPIKES protocol.

Glaucoma is a chronic disease that requires daily
treatment, and Genies®®¥ suggested tips on how to con-
vey its diagnosis. Communication should be simple and
frank, demonstrating the importance of adherence to
the treatment. The key points raised by the author were:
assessment of the doctor’s personality and the patient’s
personality, attention to the past experiences lived by
the patient as well as an understanding of the disease as
limiting vision and quality of life. Therefore, appropriate

Premier author Year of publication

Countries Type of article

An ophthalmologist’s view on breaking bad news to patients

Approche culturelle dans I"annonce du diagnostic

United States of America Editorial

France Oral Communication

en ophtalmologie [Cultural approach of the diagnosis
announcement in ophthalmology]

Breaking bad news: a communication competency for

United States of America Original Article

ophthalmology training programs

Comment annoncer le glaucome a un patient ?

France Mini-Review

[How do you tell a patient about glaucoma?]

Diagnostic information provided by referrers to patients

United Kingdom Correspondence

with suspected uveal melanoma

Should ophthalmologists receive communication skills

Canada Original Article

training in breaking bad news?

Vander VeenDK?" 2019
Mancel Salino EH?? 2009
Hilkert SM®* 2016
Genies P 2009
Anderson MF? 2010
Zakrzewski PA?9 2008
Mishra A%” 2017

Communication Skills Training in Ophthalmology:
Results of a Needs Assessment and Pilot Training Program

United States of America
and Canada

Original Article
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communication benefits the therapeutic relationship
and increases the patient’s adherence to the treatment.

The correspondence by Anderson et al.?* discusses
the difficulty in communicating the diagnosis of uveal
melanoma. A retrospective survey conducted at an
ocular oncology center assessed whether patients were
informed about their diagnosis before referral to onco-
logy and how they felt about this communication. Sixty-
four percent of the patients stated that they had been
informed of their malignancy by the referring physician.
Moreover, the same number of patients preferred their
referrer to be the person to communicate about their
diagnoses. According to the patients, receiving proper
information about the diagnosis before going to an
oncology center could increase comfort and readiness
during the appointment.

Zakrzewski et al.?® assessed whether ophthalmolo-
gists perceived the importance of formal BBN training.
The survey was conducted through an online form with
the Canadian ophthalmology community. According to
the results, ophthalmologists recognized the importance
of adequate communication, and that such competence
can be learned. Training should be done during resi-
dency and benefit the doctor-patient relationship. The
authors also stated some ophthalmic situations that
need to be considered bad news. Such situations are
ocular/orbital malignancies, medical/surgical errors,
pediatric eye diseases, need for enucleation, and disclo-
sure and counseling about genetic eye diseases.

Mishra et al.?” investigated the perception of di-
rectors and residents about the need for BBN training.
A nationwide survey was carried out with directors
of ophthalmology residencies and residents from a
specific program. BBN workshop was conducted upon
completion of the study. Directors highlighted the need
to improve their training and residents demonstrated
difficulties managing their emotions during difficult
conversations. The workshop improved the residents’
ability to manage emotions. According to the residents,
the emotions experienced during difficult conversations
are anxiety, frustration, empathy, exhaustion, and inse-
curity/sadness.

DISCUSSION

Our review suggests a scarcity of studies on the
communication of bad news for eye diseases. Existing
studies are restricted to some developed countries, and
most of them have emerged only in the last decade.
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In Latin America, there are no studies on this subject,

making this the first review of its kind. The increase in

research on this topic can demonstrate its importance
in ophthalmological, clinical, and surgical practices°-2.

VanderVeen®?", in their reflection on BBN for the
neuronal ceroid lipofuscinosis cases, emphasized that it
is recommended to transmit knowledge and information
to patients. However, one should be careful with spe-
culations about the degree of disease progression and
the duration for each loss to occur. Understanding the
impossibility of quantifying and dating the evolution of
disease is essential to avoid false expectations and un-
founded hopes. This thought can be extended to other
chronic and limiting illnesses apart from only a specific
disease.

Mancel Salino® investigated cultural differences
and their impact on understanding eye diseases. Often,
having a disease can mean a lack of self-care or difficulty
to undergo appropriate treatments. The sensitivity of
knowing the patient’s perspective and adjusting to that
condition brings assiduity and confidence to the specia-
list/patient relationship.

Some of the requirements for effective communica-
tion of bad news are active listening, sensitivity, and the
perception of others®??.

* Active listening: During communication, we must
be available to listen to others, free from judgment
and preconceived ideas. Be present and attentive to
intervene truly and consistently.

* Sensitivity: Understanding and paying attention to
the emotions and sensations of others, being able
to be empathetic to what others transmit. It is not
necessary to feel for the other but to understand and
respect their emotions.

* Perception of others: Perceiving others is not limited
to physical observation but to understanding how
much they expect from that encounter and what
resources are available to receive the bad news®?.
Communication of bad news can be practiced in

different ways by different professionals, but it can also
be learned through a theoretical and practical teaching
process. Hilkert et al.*®, and Zakrzewski et al.?®, evalu-
ated the opinion of ophthalmologists on the relevance
of BBN training. The result concluded that BBN training
would improve communication and should be included
in the formal residency curriculum. Learning from ap-
propriate and inappropriate care examples expands the
repertoire of all professionals involved.
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The pilot training program conducted by Hilkert et
al.?¥ resulted in a significant increase in residents’ con-
fidence in communicating bad news and setting realis-
tic expectations without destroying patients’ hope. All
evaluated residents agreed to use the SPIKES protocol
during their clinical consultations.

The SPIKES protocol is easy to understand and has a
flexible structure which facilitates its application in various
medical specialties. The protocol guides how to approach
the patient from the beginning of care until referral.
Moreover, it does not emphasize any one specific disease.

Ginies®” and Anderson et al.®” reported that all com-
munications involve two sides, the one who gives and
the other who receives the news. Each participant in this
process is a unique being with different biopsychosocial
characteristics. For a meeting to be deemed satisfactory,
there must be listening and an exchange of knowledge
by each party. The specialist must contribute with their
technical knowledge and patients with their experience
and perception of the disease.

In an adequate specialist-patient relationship, te-
chnical knowledge about the characteristics and evo-
lution of the disease must be added to the impact of
the disease on the quality of life. This exchange allows
a comprehensive view of individuals and how they live
with their disease process. In addition, individuals must
feel understood and invited to decision-making about
their healthcare®2>.

Some ophthalmological diseases such as uveitis re-
quire continuous treatment that takes time and genera-
tes financial costs. These types of chronic eye diseases
also require proper communication, as they will imply
a drastic change in the routines of patients and family
members. Referrals to rehabilitation or psychotherapy
can also benefit patients as learning to deal with changes
in routine and loss of vision makes it easier for patients
to live with their disease®®29.

In the case of eye diseases without any effective
treatment available, referral to social and rehabilitation
centers is recommended. It is observed that palliative
care improves the quality of life and acceptance of
chronic eye diseases by the patients and their families.
Adult patients can be rehabilitated with orientation and
mobility training, activities of daily living, and assistive
technologies. On the other hand, visually impaired
children can go through a habilitation process with con-
tinuous monitoring of their cognitive, educational, and
behavioral development®?"23:24,

If medical care and referral to rehabilitation are not
provided, or patients fail to understand the importance
of specialized care, then they may have difficulty in
conceiving their new reality and rely solely with the
expectation of cure or treatment. In addition, patients
may not be able to create coping strategies without as-
sistance and may feel sad, anxious, and inadequate. In
such situations, what is at stake is not the importance
of scientific advancement, but how patients live their
lives while treatments are not available®'?%2%. There-
fore, more studies are needed to incorporate BBN in
the field of ophthalmology and systematize referrals for
rehabilitation.

The limitations of this study are the failure to assess
the methodological quality of the reviewed articles and
the non-statistical assessment of the results in the in-
cluded studies.

Creating a welcoming environment and following
the demands of active listening, sensitivity, and percep-
tion of others can help the healthcare providers during
the treatment process. In addition, being aware of the
biopsychosocial impact of the disease, and referring pa-
tients to rehabilitation, corroborates a humanized and
interdisciplinary BBN.

Ophthalmologists are concerned with communica-
ting bad news effectively, but there are not many studies
on this topic. However, there is a growing realization that
BBN training increases physician confidence in commu-
nication and benefits the therapeutic relationship. We
thus suggest here that BBN training must be included in
the formal curriculum of residencies along with the use
of well-established protocols such as SPIKES.

ACKNOWLEDGEMENTS

1 would like to thank Marcela Paiva for formatting the
text and helping with the reference lists. In addition, 1
would also like to thank Fabiana Motta for helping in
the search for articles and journal indications on the
subject.

REFERENCES

1. Buckman R. Breaking bad news: why is it still so difficult? Br Med
) (Clin Res Ed). 1984;288(6430):1597-9.

2. Harman SM, Arnold RM, editor. Discussing serious news.
UpToDate. 2020. [Published online 2019]. [cited 2021 May 27].
Available from: https://www.uptodate.com/contents/discussing-
serious-news

3. Buckman R. Communications and emotions. BM). 2002; 325(7366):672.

Arg Bras Oftalmol. 2022 - Ahead of Print 5


https://www.uptodate.com/contents/discussing-serious-news
https://www.uptodate.com/contents/discussing-serious-news

Breaking bad news in ophthalmology: a literature review

>

10.

11.

12.

13.

14.

15.

16.

Kelley AS, Morrison RS. Palliative care for the seriously ill. N Engl
) Med. 2015;373(8):747-55.

Girgis A, Sanson-Fisher RW, Schofield M]J. Is there consensus
between breast cancer patients and providers on guidelines for
breaking bad news? Behav Med. 1999;25(2):69-77.

Herndon LW, Brunner TM, Rollins JN. The glaucoma research foun-
dation patient survey: patient understanding of glaucoma and its
treatment. Am ] Ophthalmol. 2006;141(1 Suppl):S22-7.

Berger W, Kloeckener-Gruissem B, Neidhardt ). The molecular
basis of human retinal and vitreoretinal diseases. Prog Retin Eye
Res. 2010;29(5):335-75.

Morse AR. Talking to patients about vision loss and rehabilitation.
Arch Ophthalmol. 2012 ;130(2):235-7.

Anil K, Garip G. Coping strategies, vision-related quality of life,
and emotional health in managing retinitis pigmentosa: a survey
study. BMC Ophthalmol. 2018;18(1):21.

Spaeth G, Walt ), Keener ). Evaluation of quality of life for patients
with glaucoma. Am ] Ophthalmol. 2006;141(1 Suppl):S3-14.

Dean G, Orford A, Staines R, McGee A, Smith KJ. Psychosocial
well-being and health-related quality of life in a UK population
with Usher syndrome. BM] Open. 2017;7(1):e013261.

Taipale ), Mikhailova A, Ojamo M, Néttinen ), Vaatdinen S, Gissler
M, et al. Low vision status and declining vision decrease Health-Re-
lated Quality of Life: results from a nationwide 11-year follow-up
study. Qual Life Res. 2019;28(12):3225-36.

Galvin O, Chi G, Brady L, Hippert C, Del Valle Rubido M, Daly A,
et al. The impact of inherited retinal diseases in the republic of
Ireland (ROI) and the United Kingdom (UK) from a cost-of-illness
perspective. Clin Ophthalmol. 2020;14:707-19.

Borges M, Freitas G, Gurgel W. A comunicagdo da ma noticia na
visdo dos profissionais de satide Tempus Actas de Satde Coletiva.
2012;6(3):113-26.

Dickson D, Hargie O, Brunger K, Stapleton K. Health professionals’
perceptions of breaking bad news. Int ] Health Care Qual Assur
Inc Leadersh Health Serv. 2002;15(6-7):324-36.

Back AL, Arnold RM, Baile WF, Fryer-Edwards KA, Alexander SC,
Barley GE et al. Efficacy of communication skills training for giving
bad news and discussing transitions to palliative care. Arch Intern
Med. 2007;167(5):453-60.

Arg Bras Oftalmol. 2022 - Ahead of Print

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

Baer AN, Freer JP, Milling DA, Potter WR, Ruchlin H, Zinnerstrom
KH. Breaking bad news: use of cancer survivors in role-playing
exercises. ) Palliat Med. 2008;11(6):885-92.

Buckman R, Buckman R. How to break bad news: a guide for
health care professionals. Baltimore: Johns Hopkins University
Press; 1992.

Kudelka Walter Baile PF, Buckman R, Lenzi R, Glober G, Beale EA.
SPIKES-A Six-Step Protocol for Delivering Bad News: application to
the Patient whit cancer. Oncologist. 2000;5(4):302-11.

Christensen L, Good WV, Murphree AL, Wright KW. Breaking the
news. Documentary produced by Institute for Families of Blind
Children; 1991.

VanderVeen DK. An ophthalmologist’s view on breaking bad news
to patients. ] AAPOS. 2020;24(1):1.e1-2.

Mancel Salino EH. Approche culturelle dans I'annonce du diagnos-
tic en ophtalmologie. J Fr Ophtalmol. 2010;33(1):40-3.

Hilkert SM, Cebulla CM, Jain SG, Pfeil SA, Benes SC, Robbins SL.
Breaking bad news: a communication competency for ophthalmo-
logy training programs. Physiol Behav. 2017;176(1):139-48.

N

Ginies P. Comment annoncer le glaucome a un patient? ] Fr
Ophtalmol. 2009;32(3):190-3.

Anderson MF, Callejo S, Bridson )D, Damato BE. Diagnostic in-
formation provided by referrers to patients with suspected uveal
melanoma. Eye (Lond). 2011;25(3):392.

Zakrzewski PA, Ho AL, Braga-Mele R. Should ophthalmologists
receive communication skills training in breaking bad news? Can
) Ophthalmol. 2008;43(4):419-24.

Anuradh M, Browning D, Haviland JM, Jackson ML, Luff D, Meyer
EC, et al. Communication Skills Training in Ophthalmology: Results
of a Needs Assessment and Pilot Training Program. ) Surg Educ.
2018; 75(2):417-26.

Garcia-Aparicio A, Garcia de Yébenes MJ, Otén T, Mufioz-Fernén-
dez S. Prevalence and Incidence of Uveitis: A systematic review
and meta-analysis. Ophthalmic Epidemiol. 2021;28(6):461-8.

Shamdas M, Bassilious K, Murray Pl. Health-related quality of life
in patients with uveitis. Br ] Ophthalmol. 2019;103(9):1284-8.



