Chapter 16

INFORMED CONSENT
AND INFORMED REFUSAL

E lhical.C]il.]iCﬂ] services show respect for each patient’s freedom, autonomy,
and d.lgmty. lnforme.d c01.1s§nt-perhaps the most extensively recognizé(l
of the etluca? safeguards in clml.cal work (Amer, 2013)—reflects that respect.
In general, informed consent is the process of describing to patients the
purpose, risks, and benefits of the services they will receive. Clinicians provide
informed consent in order to ensure that clients know, understand, and are
able to make an informed decision on whether they want to participate in the
services we offer or refuse. Ethics codes highlight consent as a key value. The
APA (2017a) ethics code sets forth five specific standards for informed consent
(Sections 3.10, 10.01, 10.02, 10.03, and 10.04). The CPA (2017a) code
emphasizes the many ethical aspects of consent, setting forth 11 specific stan-
dards (I-16-1-26) under the heading “Informed Consent;” an additional four
standards (1.27-1.30) under the heading “Freedom of Consent;” and men-
tioning the term “consent” 58 times throughout the code. Section I11-13 of the
Canadian Code highlights the care we need to take to make sure clients have
all the information they need regarding “integrity of relationships.” In addition,
to be fully informed, valid, and meaningful, consent needs to be:

ard about all information needed to establish informed
ent (e.g., fees,
ant conflicts of

Clear and straightforw
consent or any other valid written or unwritten agreem

including any limitations imposed by third-party payers; relev ]
interest: relevant business policies and practices; contact information of
accountability bodies; mutual concerns; mutual responsibilities; ethical
responsibilities of psychologists; likely experiences; possible (‘()l]ﬂi(:fs; pos-
sible outcomes; and expectations for processing, using, and sharing any

information generated.
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The emphasis on consent in the codes may fail to make it ;

and if our training fails us, we may not be well pre € itintg g,
informed consent to those who come to us for help (Foﬁ'hcd I Wﬁb
neet between codes, traiming, and conduct, please - I;INW Lt
Codes in Context” in Chapter 27). To illustrate, in theioy 3 %h\
learn about informed consent in therapy, Blease ¢ A \( hv.;:
among the problems was ethics training by osmosis an "'] 2020) h"ﬂ
curriculum, in which “unimtended lessons communicaled: “‘le»nlg},t &
to have reinforced omissions, oversights, and a genera] |a:h.ll ag
cthical informed consent” (para. 43). They call on °‘8“"iu[l)1;n Iihh\

provide greater clarity to educators on this topic.

FRIGHTENING FORMS, EMPTY FORMALITIES
AND NEEDLESS BURDENS 4

Sharpening our cthical awareness in the area of informed o
2void common pitfalls. For example, nothing blocks pali::“d”
help with such cruel efficiency as a bungled attempt at infonn:d*m
We spend time and resources to make our offices warm an i,
coming, and accessible to all. However, it is equally imponamh:
patients navigate and understand the dense forms (which clers Ibq
at them when they first come through our door), our set M‘:’k
noninformative information, and our nervous attempts to et R
imposed legalistic requirements such as the United States ()
Insurance Portability and Accountability Act (HIPAA) or the (.,
Personal Information Protection and Electronic Documents Act piy;
Indeed, even the hardiest patients will encounter some obstacles i
grasp all of the legalistic content. :
One trap we can fall into is resenting consentas a formality to b g
of the way mstead of considering it an essential part of the patienfsrigs ¢
our clinical work. Daniel Sokol (2009) wrote: 2

[W]hat is the most redoubtable obstacle to valid consent? It is the sfill e
alent attitude that obtaining consent is a necessary chore,a  hurdes
jump over. Too often “consenting” a patient is reduced to the mechansi:
arting of information from clinician to patient or, worse shill, the mez
signing of a consent form, rather than the two-way, meaningful conersfia
between clinician and patient it should be If we can change this mnée!
[sic] and view obtaining consent as an cthical duty first and foremest oz
that is central to respecting the autonomy and digmity of patients, hen
will have taken a major step towards first class consent and unntermps!

lunches (p. 3224).

imp.

___—
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sahsfies admi
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| relation between

met
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consent as funchomng
es known A
frights and a
| {cr)pc of consent is clearly undesirab
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Ithough there is no straightforware
bility to exercise those rights, a lack of awareness
le, potentally causing

their wish
knowledge ©
the limits and
patients to fee

7)

Thus, a first step 1m remedying the situation is to recogmize that informed con-

sent is not a static ritual but a useful process

PROCESS OF INFORMED CONSENT

The CPA (20172) Ethics Code notes that psychologists “recognize that obtam-
formed consent is a process that mvolves taking time to establish an
approprmte trusting relationship and to reach an agreement to work collabora-
tively, and may need to be obtained more than once” (p. 14). The process of

d consent provides both the patient and us with an opportumty to
It is a process of

ing mn

informe
make sure that we adequately understand our shared venture

communication and clarification. Do we understand why the patient is seek-
g our help? Do we know what the patient expects, hopes, or fears from
therapy? Does the patient understand the approach we will be using to assess
and address the problem? Does the patient know the common effects of using
such an approach and alternative approaches to their problem?

The UK Supreme Court (2015) described the process that creates an
agreement to work together. It includes

dialogue, the aim of which is to ensure that the patient understands the sen-
ousness of her condition, and the anticipated benefits and nsks of the pro-
posed treatment and any reasonable alternatives, so that she is then in a
position to make an informed decision. This role will only be performed
effectively if the information provided is comprehensible. The doctor’s duty
is not therefore fulfilled by bombarding the patient with techmeal informahon
\;’luch she cannot reasonably be expected to grasp, let alone by routinely
;{c;:l‘:;:(:;l(ljr(l;fgg;gg;amrc on a consent form (Montgomery v. Lanarkshire
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¥ 10CESS of conmunication and clanification Fy

¢ affects ”;:!S {; from the dommant culture while the patieny ::la

twho 1s currently m the process ofad:xphng 10 the magjll

g (2009) pomnts out that level of acculturatg,
ind makes sense of the process F‘

For

Cultur

the therapist M1
a recent immigrar
g Wan,

Jture  Chon -
C‘}] ence how the chient understands 4
influ level of acculturation can nrlﬂllcrlcc the desire for indepenge
“""ce",,,aku"’ ways of relatng within cultural contexts, ways i wh.;:
dmils;oa.c-ul drﬂorders, authonty, and so on are perceived and dmﬂbcd a:d

e al dis :
P?Ctl,pe: think can help them to feel better (for more, see also K'd"nhn
wha 1
cal 197} .ss level of acculturati

Wang suggests 11 helpful steps to assess P Gtation

-
t language(s) do you read and speak?

al, wha
In general, wha (s) you used as a child?

Zl What was the language

3 What language(s) do you usually speak at home?

4 Inwhich Janguage(s) do you usually think or dream?

s What language(s) do you usually spcuk’wllh your friends?

6 Inwhat Janguage(s) are your prcfcrrcd T'Vhadio programs?

7 In general, what language(s) are the movies, TV, and radio progy,

vou prefer to watch and listen to?

8 Your close fends are .7

9. You prefer gomg to social g;zllre(l:lgs/parllcs at which people are >
10. The persons you visit or who visit you arc ol
11. If you could choose your children’s friends, you would want thep,

tobe.. ?

ons, level of acculturation can be observed by noting
viduals follow the traditions, values, and beliefs of
host culture (or dommant culture) or both eyl

a form signed by the client is

In addition to these questi
the degree to which mdi
their traditional culture, the
tures. Culture may also nfluence whether
necessary and appropnate The CPA (2017a) code states.
are required by law or desired by the psychologist, the
individuals or groups giving consent, or the organization for whom the psy-
chologist works, establish and use signed consent forms that specify the
dimensions of informed consent or that acknowledge that such dimensions

have been explained and are understood

If signed consent forms

But the following section notes that psychologists “accept and document non-
written consent (e g, oral, a verbal agreement, a handshake, or other cultur-
ally normative exchange) n situations m which slgncd consent forms are not
acceptable culturally or in which there are other good reasons for accepting

non-wntten consent” (p. 14)
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Informed consent also involves making decisions. The patie ”
whether to undertake this course of assessment or trc:ltmcpr;; “'; ";ust decide
now or later, and whether to try a different approach orad;ff;*r o "" vy
We therapists must decide whether the patient is com ,l‘mt herapist
informed consent. For example, young children, Jd“lei;nt lto exercise
declared legally incompetent, and those who have significant co o ’m\c been
ment (€8 neurodegencrative disease, impaired mtellectyal ﬂhl%:l“ Ve impatr-
be capable of providing fully informed consent. 1es) may not
The presence of a severe psychological disorder requiring hosptal
does not by itself mean that the patient lacks the ability to gncgov m‘;:].; ization
ingful consent to therapy. Debra Pinals (2009) wrote. se mearn-
Adult pahents with psychohc disorders are not automatically i
incompetent Research has shown that most inpatients with mcni:, ]“\m}x
have capacities to make treatment decisions similar to il e l 'n@,;
dlness  Patients with schizophrenia, however, have deficits rclt::(:u
c.lpucm to make treatment decisions more often than patients with n; ':l tc;
JInesses and depressive disorders. Patients with depressive disorders JL;'?A
more likely to have some decision-making impairment compared \\‘::;

persons with medical illnesses (p. 35)

If informed consent 1s not possible, we therapists must decide whether the
situation jushifies an mtervention in the absence of fully mformed consent. We
must also consider whether a fully competent patient has the information
necessary to (a) make an informed decision; (b) adequately lmdcm.m(i that
information, and (c) provide consent voluntanly

Patrick O'Neill, a former president of the CPA, suggests that the process of

informed consent take the form of negotiation

While most therapists recogmze that negotiation can clear up clients
misconceptions, fewer recogmze that negotiation 1s also a vehicle for clear
ing up the therapist’s musconceptions An open dialogue can make the
therapist aware of features of the case that depart from both the therapists
model and his or her previous expenence, and thus it serves as a corrective to
the representativeness and availability biases (1998, p. 176)

Fimally, informed consent 1s a contmuing process. Williams (2008) wrote

“Obtamimg consent is not a discrete event, rather, it is a process that should
occur throughout the relationship between chmcian and patient” (p 1) The
patient may consent to an imtial psychological, neuropsychological, and mied-
ical assessment as well as to a course of individual or group therapy based on
an imtial, very provisional treatment plan However, later the assessment
results, the patient’s response to treatinent, and changing circumstances may
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wtment plan. In such cases, the pa
ent

4l revision M the tre:
1 agree to them

’ aradic
Joir oA VISIONS made and

to undcrst:md the re!

NDATION OF INFORMED CONSENT

1 formed consent s 1€ way we try to make sure that the patienps L
ntor nstrate that we are not trymg to abuse our power, and Mal:
tficd, demo caring in ways that the patient understands and agrees ,
press O::dz;ﬁ healthcare ethics paid little attention to this unpo,;: h
l‘ mf;)‘nncd consent move from mvisibility to ccnlcrsmge?s'i
ave strong shoves to the healthcare professions, ingig, )
they recogmze patients’ fundamental right to mnformed conseny
eihiz often involved medical practice, but much of the reasoning ol

a hotherapy-

to assessment and psyc 3 ‘ o
o.l‘rldlhond”\; the healthcare professions took an arrogant, authornty,
: ) one deciding what treatment the patient f«m‘;

physician al ing
principle of informed consent During

¢ Oath lacked the .
centuries leading up to the modern era, physicians tended to share the b
ions should not be questioned, especially by i

At “the experts™ decis
3}::, ];::_-‘fe‘(:l 5": training, know ledge, and ol)jcc!n"‘ity to know what Was good o
what was best for them This approach violated “the value of respect for e
sons’ autonomy and their right to define their own g?uls and make choee:
designed to achieve those goals” (Grady, 2015, p. 855; sce also Camphj

etal, 2010; Robeson & King, 2014) 7
A legal case involving a hospital in New York marked a landmark shyg

away from this authoritarian approach. In 1914, Judge Benjamm Cardoz,
who later became a justice of the US Supreme Court, wrote that “eiery
human being of adult years and sound mind has a night to determine whyt
shall be done with his own body” (Schloendorf v. Society of New Yok
Hospital, 1914, p 93)

It was not so much that this case changed the customary procedures by
which physicians went about their work; 1t was more that Judge Cardozo artie-

ulated clearly the idea that it was the patient, rather than the physician, who
ght to decide whether or not to undertake a specific treatment

had the ri
approach. Unfortunately, the implications of this principle slept unnoticed for

THE FOU

we €X]
for many de
cess. How dic
key court cases &

approach, the
The Hippocrali

decades

The Nuremberg trials and subsequent Nuremberg Code on Medial
Intervention and Experimentation focused attention on the importance of
informed consent. The trials revealed the horrific and mhumane practics
of many healthcare professionals during World War 11 under the guise of
“treatment” and “research” (Adam, 2007; Beauchamp, 2014; Cocks, 1985,

Gallagher, 1990, Geuter, 1992, Koenig, 2000; Lifton, 1986, Lopez-Muncz

h
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2007, Muller-Hill, 1988, Pope, 1991, Proctor, 1988 Spitz, 2005; Thier
e nhors ; 2005 -
2007). The ‘?'”'c”']]’("g"l.lls-mdcrxlc emphasized the |nd|mhnclvl
1 nght to informed consent or informed refusal of :
t y
O'Neill (1998) wrote participation in

cl;ll ’
& Mauron,
fundamcnlu
treatiment oF rescarch
THEtRge ways of protecting the public from the healer are oversight and
consent. Throughout most of the history of healing, the emphasis was on
oversight. monitorng of professional activity by Prchssmn.xl assoctations,
regulatory bodies, or the courts. The Nuremberg Declaration gave :1 new
pn\'llcgcd ¢ cc position to consent, puthng control into the hands of thel
client (pp- 13-11)
Shuster (1998) noted how easy it could be, when the nght to consent or refusal
is ignored, to allow purportedly good ends to justify inflicting termible —some-
tmes fatal—“treatments” on human bengs without their knowledge or
consent
Ths was the case of 1onising radiation research motivated by the cold war
el Spm!sored by the US government for national secunty. Patients in
hmP”JL chilkiren; uenially il and impaiied persons, pregnant women,
workers, soldiers, and others were used as expenmental subjects often \\nhnu;
their knowledge, or that of their families, many believed they were being
treated for their medical conditions (p. 976; see also Advisory Commuttee on

Human Radiation Experiments, 1995)

The landmark 1960 Kansas case of Natanson v. Kline focused on community

standards for making real the patient’s right to informed consent. The court
reaffirmed the Cardozo principle: “Anglo-American law starts with the premise
of thorough-gomg self-determiation. It follows that each man 1s considered to
be master of s own body” (p. 1104). The court stated that to make this deter-
mination, the patient obviously needed the relevant information. But what
information was relevant was left entirely to the commumty of doctors to

decide

is imated to those disclosures which a reasonable

The duty . to disclose
So

practitioner would make under the same or similar circumstances
long as the disclosure is sufficient to assure an informed consent, the physi-
cian’s choice of plausible courses should not be called into question if it
appears, all circumstances considered, that the physician was motivated only
by the patient’s best therapeutic mterests and he proceeded as competent

medical men would have done in a simular situaton (p. 1106)

This case exemplifies the community standard rule Informed consent proce-
dures must adhere only to what the general commumty of doctors ¢ ustomanly

____
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reflects the strong value of autonomy and self<det
and ethical decision-making, 7

. Minay:
yolicy, Nalig,
I [H

do. It also
Western laws

"n;::rlllft);l, with decisions handed down by the Federal Dy
Washington, D C ,and the Galiforma Supreme Court, the fy]] ::-:c: g
Judge Cardoz0’s pnncnplc were realized The reasoning began Wllll: ica v
mmation of Schloendmf v Soctety of New York Hospital and an e'"pha:he :
Jevant information that only the doctor cap Proyl:d',

puhcnl must have 1€

The root premise 15 the concept. fundamental in American juris
{hat “every human being of adult years and sound mind has a righ‘:md"k\,
mine what shall be done with hisown body...” True consent to wh";od' 3
1o one’s sell s the informed exercise of a choice, and that entails ay, 3
aity to evaluate knowledgeably the options available and the risks ;:k
o each The average patient has le!lc or no understanding of the 1.
physician to whom he can look for ey

arts, and ordinanly has only his
telligent decision. From these almost

ment with which to reach an in
derations Springs the need, and in turn the requirement, (¢
i

Jivulgence by physician to patient to make such a dec;
v Spence, 1972, p. 780) ECIS0n pos.

atic consk
reasonable d
sible (Canterbury
it1s the patient, and not the doctor, who must mak
ccision to be meaningful, it must be based o ¢ the

vided by the doctor: N adeqyy,

To this end,
decision. For this d
range of information pro

of the patient, not the physician, to determip

hich he believes his mterests lie. To Cnahlc:,"
knowledgeably, reasonable familiarity Mﬂ:th:
their hazards becomes essential (Cobp

It is the prerogative
himself the direction 111 W
patient to chart his course
therapeutic alternatives and
v. Grant, 1972, p. 514)

onimg emphusizcd the exceptional trust and depend
are, differentiating them from the milder vcrsio,[:se ftnce
altwith usinga cdveatemplorprinc:p]c,characll)e::
te transactions in the marketp]ace;

This line of reas
inherent in healthe
and dcpeudence,oftendc
of less intense, less mtima

A reasonable revelation in these aspects 1s not only a necessity but, as we see
i

it 1s as much a matter of the physician’s duty It is a duty to wam of the
atment, and that is surely a facet of due

dangers lurking in the proposed trez
care Itis, t0o, a duty to impart information which the patient has every nght
tient's reliance upon the physician is a trust of the kind

1 obligations beyond those associated with
dence upon the physician for information
ated treatment, 1s well-ugh

to expect. The pal
which traditionally has exacted
arms-length transactions His depen
affecting his well-being, in terms of contempl
abject (Canterbury v. Spence, 1972, p. 782)
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s Jandmark case law specifically rejected the idea tf

community standards, could determime what dca that doctors, through
t should or should not have. It was not up to dmzt‘c of mformation the
ly, to decide what nghts a patient should have “"T' mdvidually or col-
to determine those rights indirectly by establ l' e
dards regarding what information was and was not t '; 1ing custornary stan-
were held to have a night to make an informed dccm: e e
e that fhgy had the relevant information fo‘l. and the courts were
beerved in Caritirbisry v. Speice r making the decision

Tl
their
p;lhcn
Jective
consent or

to guumntc
The court 0

We do not agree that the patient’ > :
existence and nonpcrformaf:‘ccof asr:l“:;: ;,:?:::)I‘ldcpc"dm' upon the
for the patient’s nght of self-determination on Pdrhcz'l: m;:‘"m" Respect
standard set by law for physicians rather than one whi 1;: ;:mpy demands a
may not IMpose upon themselves (1972, pp. 73;_754)c physicians may or
The case law clearly states the need for doctors to provide
mformation regardless of whether the patient actively ss::‘l h"(jeqmie relevant
in cach area As a result, doctors were prcvcnted ﬁOl;l W‘“lh‘olf{ ) nght” questions
relevant information because a patient did not ask ';;i(:lr(:l:g]“h"g
ors were

to provide
ing an affirmative duty to make an adequately full disclosure:

seen as hav

We discard the thought that the patient should ask for inf
physician 1s required to disclose. Caveat emptor 1s uo‘()";'-lhon before the
consumer of medical services. Duty to disclose 1s n;orc th so poens e e
merely on the patient’s request, or merely to answer the :"l a call to speak
s a duty to volunteer, if necessary, the information the p'a ent’s questions: it
higent decision The patient may be ignorant, cg,,f"xdp‘l ient needs for intel-
sician or fnghtened by the hospital, or even ashamed }(‘i‘ﬂmed by the phy-
relatively few patients could m any event identify the relm(il""e Sony
the absence of prior explanation by the physician. Phys e_‘dnt queshons in
have patients of widely divergent socio-economic h.:c'k;:m it oy
which presumes a degree of sophistication which many u"‘:: and a rule
Jack is likely to breed gross inequalities (Canterbury v sfllelzl rs_of soc-lgt\
see also (Montgomery v. Lanarkshire Health Board 7377;’"“’1\1}: s ‘l%;
, £013, empha-

sized this principle)

il]\:allzmg that some patients would certamly choose not to undertake specifi
. ;ﬁis::;;:ﬁ::;)::]?: procledl;res, the courts emphasized that underst.l::l;:;
R to. “‘mr;su t? ll?l getting adequate assessment or treatment
goear Rl n:g an informed decision as understanding the
sl lz)soen procedures themselves Thus, the Califorma
pgmme’ AR nAol on]‘)' reaffirmed the principles previously set forth
y v. Spence and Cobbs v Grant but also affirmed that patients
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discourse on all possible complications A MINI-Course in '"de;,” ysyllaby,
47 (Cobbs v. Grant, 1972, p- 515) sclence
in 1970, the courts gave to patients the night to make d H
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information for making that dc“cmo':lah
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court emphasized that the patic

Recogmzi
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In summary,
lo accept or reject treatment
sure that patients had adequate
Calfornia Supreme Court altempted to

informed consent

We employ several postulates The first 1s that patients are generally
unleamed in the medical sciences and therefore, except in rare t'u;sptnom
may safely assume the knowledge of patient and physician are not m. i
The second is that a person of adult years and in sound mind has the n L
the exercise of control over his own body, to determine whether or i}"-"l
stment The third is that the patient’s consc:: ::

submut to lawful medical tre:
treatment, to be effective, must be an informed consent. And the fourth
s
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All patients of chents are entitled to be informed of th

or habilitation program propased, the known cﬂec'“' ; nature of treatment

receiving such treatment or habilitation, and alterna '0 receving and of not

{ation programs, if any An adult voluntary Pahc“: ive treatment or habili-

cated mcompetent, is entitled to refuse to sub ot client, if not adjudi-

habilitation program and is entitled to be lll’Onl,cé“::{:'O l::;mcnr or to a
hus nght

ADEQUATE INFORMATION

The mformation provided dunng the consent process will

pmfcmon.nl service (e g., assessment, therapy) and ot}‘:l ::llffcr.;cmrding to the

consent process can be evaluated in terms of whether it f', actors. However, any

followng set of questions. This list may be useful m 'I;( lequately addresses the
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; ; a no;;nt) or to the chimician (e g, the therapist 1s an int Spt"u <
rotation w c 3 intem whos
svilblens umnd"dc o T e
available to the patie mger
. e patient)? .Docs the patient understand the w B
the services may be terminated? ays n which
Does the pa ors
Gk pd l;enl understand fee policies and procedures, mclud
g nnla 1on about missed or canceled appomtments? sl
ocs the pa >
: patient understand policies and procedures conce
to the clmician, to those providing coverage for the cl ming access
& 5 age tor the clin
emergency services? For ex ician, or to
: ”K_i Sist ices? For example, under what condibions, if any, will
d HME 4 »
apist (or someone else providing coverage) | i
phone between sessions during bu i I e L
siness hours, at gl
) ght, or on week-

ends? (Chapter 15 discusses these issues.)

_
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s the client understand processes and procedures i the
I]Wltn‘l or disability of the clmician (see Chapter 18, Crc:;‘eof
;’:»(cguon-l‘ willy? and exceptions to confidentiali i
-, the patient understand exc phi Centiality, Privl
Does > For example, does the patient understand he cong 8 o
privacy ter which the clinieian might disclose mformatigy, ﬂll*:u ) if
any, ""ic /1 insurance company, the police, or the coyys D Ut the
patient to ‘lcrwli"‘d under what conditions other People in g,
rson L. clxcnc-l' workers, clinical  supervisors o °°"Nle
ive supervIsors or other ;l(vlnunistmln"e staff, qualit;:(:::’
.rsonnel, utilization review COI]]I“ll‘le(‘S, illld‘llors, researchm) o]
P"‘fo 'ﬂ)O;ll the patient and the services provided to them, whm
:;:::lg'll discussion (case conferences, Supf-jl'\ziSiOI!, C?n§u]talion) °‘eV'TiL
(élnucdl chart notes, treatment summaries, adlmnlstmlive TeCor)y
E‘EZP‘CI’ 21 provides a discussion of these issues and excepliong ;

pe
(such as
administrat

CONSIDERATIONS IN PROVIDING INFORMED
CONSENT

No rigid metho
sent No set met

individual patient
in Informed consent is an ONgoINg process, not a static set of pro form, -,

ures It grows out of the relationship between clinician and patient |y mut
fit the situation and the settng Consent must respond 1ot only to the gy,
dards of the clinician’s professional associations, such as the AP/} or the Cpy
but also to the relevant state and federal lz}\vs It mlust be sensitive to tl?c di
ent’s ability to understand the relevant mfon‘nahon (e.g., Is the client;
young child, developmentally dlSa])?L‘(‘, §l|ffcr|||g from severe thought di-
order?) and situation (e.g., Is the patient in the mudst ofa crisis, refe-mf! for
mandatory treatment by the courts, |)cmg.hcld aga-uns't their will in 4
psychiatric hospital?). Itmust be congruent with the c'llcnt s culture. W‘.““
never do away with human sensitivity, professional judgment, and ethici

d can do the work of fulfilling a patient’s right to mformeq ¢,
hod can relieve us of a thoughtful response to the Unige

active ethical awreness
The following considerations can help us create and nurture the processof

nformed consent.

Failing to Provide Informed Consent

Aswe think through the best way to provide informed consent forthe inflmdlul
patient, it may be helpful to keep im mind that this fun(lmnem;{] nght is some-
times violated, perhaps often. We can take those instances to justify our oin

—
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decisions to shortchange a patient's right to give or with
can use those mstances as an nppmlumiy to qm'g”m' =
and consider the matter from the patients perspective. |
we were the patient who had been kept in the dark
make a decision on an mnformed basis?

An example of the withholding of informed comsent iny
<ion of free medical care to hundreds of U citizens
also Rivers et al., 1953, US. Public Health Setvice
began in 1932 and continued to 1972, |f

hold consent, or we
ur ethical awareness
fow would we feel if
and given no chance to

olved the provi-
(J. H. Jones 1981 see
, 1973)
all we were tolg
government, through what eventually became the US Public 1,

was giving us comprehensive medical care, hoy would w
Grateful? Relieved that we would be spared financial burdens? Excited
we would have access to state-of-the-science medical mrencnhm:cm,r :“'
by the federal government? Would any of us turm T sl provided
derful opportunity?

What the participants were not told is that they were being used to study
effects of syphilis when 1t goes untreated Trea 7 e

tment for syphilis was in fact
withheld from all the indiiduals. Research procedures were presented

treatment, for example, painful spinal taps were describe:
special medical treatment

Although Public Health Service officials denied that there were any racist
aspects to this research, participation m the program was hmited to African
Americans. The 40-year Tuskegee syphilis expeniment is one of the most infa-
mous m US history. This horrific experiment led to the institution of federal
Institutional Review Boards for protection of human subjects (US Center for
Disease Control and Prevention, retrieved February 28, 2010)

Other examples are numerous. To llustrate, for one stretch of time. hospi-
tals performed AIDS tests on virtually all patients without their know ledge or
consent, sometimes in direct violation of state Jaw (Pope & Morin, 1991) As
another example, Stevens (1990) described a testing center that adminsstered
the Stanford-Binet Intelligence Scale so that students could be placed in the
appropriate classes at school. The information schools received contradicted
what was given to the child’s parents. In one case, the report sent to the school
“recommended that David be placed n a class for average students;” the
teport sent to the parents recommended that “David should be placed in a
class for superior students” (p 15) Here is how the testing center explained
the policy, “The [report] we send to the school is accurate The report for the
parents 1s more soothing and positive” (p. 15)

How would we feel if we relied on the government and healthcare pro-
fessions to provide us with free medical care when m fact they were
observing and assessing the consequences of an untreated painful, virulent,
usually fatal disease? How would we feel if we went to a hospital for help

The program
was that the
ealth Service,
e likely feel?

rare but won-

as
d to the subjects as 2
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AIDS test without our knowledge or pery;

o AC were given completely false mform

assessment because someone else

Mission>
ation alygy, o
thouglyy it Wouly

and were L:{\l,ll \

] we feel 1f W

fan telligence
"

¢ soothing

woul
results ©

be “mor

ts of Informed Consent

of informed consent, we may, as clinicians, foa
Approac hin te nformation to patients and explicitly ohtmmng their
ngndc(lllm « derail therapy and may m fact have detrimeny) et
11 someho tients. However, rescarch has not supported flese fh
rdon,rm[:; Holtforth (2019) note that “beyond legal and mory ::xn'
s \ can benefit the psychotherapeutic process and Oulcong:
riety of studies have indicated that the use of informeq R
). A \fli < 1t more likely that patients will become less ANXI0Us, follgy
: [a IC;"' recover More quickly, and be more alert to uninlenf;,e‘d %
the treatmen p iences of the treatment Handler (1990), Moroeyg
colm’;‘zlzmg) describe that “informed consent can_enhance \h:'
“~":"mw and help improve treatment adherence” (p.33),

Beneﬁ
g the 1ssuc

pro\uh
sent Wi
quences fo
Trachsel ant
informed consen
(para 11

rocedures M

negative
Debra Pi

therapeutic

Limits of Consent

Informed consent s not strategy to msulate a clinician from responsihyly,
niorm y

when performing anethical or illegal acts:

At least one case has su;u;cslcd that there are limits to what a patient can
At cli“ onsent to. In that case, several adults were treated with a form of
:l.:lel;;wﬁhdt involved physic ally beating them The defendants argued they

1d ot be sued because the plainhffs had consented to the treatment;
St the Court of Appeals refused to accept the consents as a defense,
!:\\c:lei‘nsxr]; implies thata patient’s consent will not be deemed valid if acts
colx:chctcd to would otherwise be illegal or contrary to publie policy (such as
2 sexual relationship between therapist and patient) An earlier case held that
whether touching is therapeutic of nontherapeutic goes lo'thc essence of the
actand may vitiate a consent (Caudill & Pope, 1995, pp 553-554)

Consent for Families and Other Multiple Clients

When we provide therapy to couples, families, or groups, we have a fsupc;ul
responsibility to provide adequate informed consent and l!\fO[ll\cqrrc snl b
each person. We also have the l'l:Sl)OllSl‘)lI‘I\)’ to address issues spec l;: ;;)\}QIA
apies involving more than one patient For example, consider the following

questions

e T T
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)

What are the limits of confidentiality
by one of the patients mvolved in C;Jllplc‘, Bty sroc s :
Wil the therapist hold confidentially from one f&'ll‘ml-.g:,:clp 'Stmccs
disclosed by another family member? 7 member material
1f so, what effect would that have on the trust of the
if that other farmly member discovers th
from them?

o Ifone client receving couple therapy waives privilege, does the privil
still apply to the other member of the couple? r privilege

and privilege for material disclosed

other family member
at you have kept mformation

APA Ethics Code (APA, 2017a) standards 1002 (a) and (b), The
Involving Couples or Famihes, describes the importance of c|ar;f\|r| (”IP‘
the patient 1s and the relationship the psychologist will have “'nhg:: ‘;)
person mvolved  The standard also provides guidance in -
conflicting roles, should they anse,

Issues related to mformed consent are best clarified at the outset of the
treatment, and on a contmuing basis to clanfy conflicts o potential co;ﬂ.[:
that might anse during the therapy process. The 2002 APA Ethics ('od:
included a new standard 10.03, Group Therapy, that requires that “\\l;uln’ps\-
chologists provide services to several persons n a group sething, they describe
at the outset the roles and responsibilities of all parties and the limits of confi-
dentiality” (p- 1073). Thus, psychologists must describe at the outset of group
therapy the unique roles and responsibilities of both therapist and patients in
the group therapy, including the fact that while group members are advised to
mamtain confidentiality about other group members, they are not held to
legal liability or ethical codes of conduct It may be helpful, although not
required, to have group members sign an mformed consent document.
mcluding the group rules and guidelines

addressing

Unequal Opportunity for Informed Consent

It 1s crucial that all our chents have equal access to informed consent
Unfortunately, research suggests that some clinicians may use factors such as
race and income level to jushfy short-circuiting the informed consent pro-
cess for some clients. For example, in an examimation of informed consent
practices, Benson (1984) found that a patient’s race and socioeconomic
status was systematically related to whether important nformation was dis-
closed to them.

In experiments when the FDA declared an exception to mformed consent
requirements on people who were unresponsive when given a life-threatening
event considered so urgent that surrogate consent was allowed, those selecting
the “vittual gumea pigs” in these expenments showed a significant preference
for using Black people. This selection among this vulnerable population is an
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degee study’s preference for experimenting o, Black

1_L(‘2t:05':" s far out of proportion to the genery| Popﬁz}p]e

futing almost third of the research sample

echo of the Tt
Black people were €

nded up const )
that ”]::‘tl":::l:;llr representation 1 the general population (134%() :t.lﬂ?,
in contr: :

(Feldman et al , 2018, see also Serchen etal , 2020)
time (FeldIte &

Cognitive Processes
\tam up-to-date knowledge of the c"0|wng e

I
the cogmitive processes pcople use to make decm ch

egarding
.}xud T:;:::hzfu et al, 2006; de Brum et al, 2015; Douglas & Blgby, Wy
;slcis. N a1, 2015, Hess, Strough et al , 2015; Kahnemgy 2011'
€s§, L y

Kleespies, 2014, Taleb, 2010; Zsambok & Klein, 2014) Ths bodym"
‘c:rlzh ;nd theory can help us understand the factors that fluence i
::t: " ho are choosing whether to participate i assessment or tratmey

Clinicians must mait

]h(j\clc:]‘}‘l‘:;ﬂm Unwersity hospital, .Mcle, Pauker, Sox, and T"mky(l?sz)
sented individuals with two options Imscd. on actuanal data conce
suffering from lung cancer The data indicated whether paticnts g
chosen a surgical ora radiological treatment for their cancer and what the ok
come had been. Of those who chose surgery, 10% died during the Operation
Jiself, an additional 22% dicd withi the first year after the surgery, and anolher
34% died withm five years Of those who chose radiation therapy, none g
during the radiation treatments, 23% died withm the first year, and an o4

honal 55% died by the end of five years :

1f you were given those actuanal data, which m»lcn'cnllon wold you choge
When these data were presented, 42% of the participants in the study indicate]
{hat they would choose radiation. Note that the data were presented m termsof
,]10r|‘1]|f\—tlxc percenlages of patients who died. \Vhel‘l the same actuany|
information was presented m terms of percentages of patients who survived
each stage—for radiation, 100% survived the treatment, 73% survived the firt
vear, and 22% survived five years—only 25% chose radiation. The change from
2 mortality to a survivability presentation caused a change n the way mdividuals
cognlll\'cl; pmcesscd the nformation and arnved at a decision

Because our nterventions may have profound effects for our patients and
the decisions they may make regarding whether to begm therapy and whatsot
of therapeutic approaches lo try are significant, we have an important ethical
responsibility to attend carefully to the form m which we present mformation

pre
patients

relevant to those decisions

Problems with Forms

Many of us may be so eager to start doing therapy that we try to avord talking wilh
our clients about consent issues We try to push all the responsibility offontoastt
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form and l‘el l:lc f:i)lm‘ dt; f:.l’l \\f)r\liv]ﬂlose of us who work in clinics o hospitals
mnay not even handle such forms lcnlhe«.llenlshwmpfnmn imibial g

ment they may be handed an imposing-looking form by the receptionist Ji:f' :,m.
readt, sign it and retum it before seeing the therapist. The form "‘f'fnﬁ ; fo
been crafted by the chnic’s or hospital's attomey and may niot n;rl hav f] iy
reviewed by aclinician. The wording may be in mtiumLmnlg legalese and ht N
cralic jargon Such forms may be intended more to protect the r;r m:lz";n'“F
aganst successful lawsuits than to help the client understand the (7;]0[: mr;
imake reasonable decisions. Bemister and Dobson warn against putting all .
irust in forms; they posit, “The extent to which these consent forms are t?u.] O:j"
cators of consent is debatable” (2011, p. 303, see also Pope, 20153) "yt

Providing information m written form can be vital ensuring that c|
ents have the information they need But the form cannot serve 351 suhif'-
\ute for an adequate process of informed consent At a nmmm'ml rh:
chmician must discuss the information with the client, aljoy them ?;) ask
any questions they may have, and based on their professional mdgm;nt
determme whether or not the client has adequate understanding of the
relevant information

Chinicians using consent forms must ensure that their clients have the req-
uisite reading skills. 1lliteracy is a major problem in the US, clinicians canngl|
simply assume that all of their clients can read Moreover, some clients ey
not be well versed m English, perhaps having only rudimentary skills in spoken
English as a second or third language i

Not only must the client be able to read, but the form itself must be read-
able Grundner (1980) noted that great effort has been made to ensure that
“consent forms have valid content, but little effort has been made to ensure
that the average person can read and understand them” (p. 900). He analyzed
five forms with two standardized readability tests and found that “the read-
abibity of all five was approximately equivalent to that of material intended for
upper division undergraduates or graduate students. Four of the five forms
were written at the level of a scientific journal, and the fifth at the level of a
spccmhzcd academic magazine” (p. 900)

Reading a form does not ensure that the client understands the material
or can remember 1t, even a short time later. Robinson and Merav (1976) re-
mterviewed 20 patients four to six months after they had read and signed a
form for nformed consent and had undergone treatment. They found that
all patients showed poor recall regarding all aspects of the mformation
covered by the form, including the diagnosis, potential complications, and
alternate methods of management Cassileth et al (1950) found that only
one day after reading and signing a form for informed consent, only 60% of
the patients understood the purpose and nature of the procedures. A per-
functory mdication from clients that they understand can be unrelable
(Irwm et al, 1985). The chnician bears the responsibility for ensuring that
the client understands the mformation

IS
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srting o beheve that the identification of

1o cffective solutions: Unfortunately, the Prolr: e i,

g

't

for example, research by Akkad et 4] (200
h See Q]y,

jt would be comfe
iy studies led
mnlmm‘d to cnu;l.‘a',r:]‘7
Armstrong et al, 2012

Wallace ¢t al, 2008) found that

these ¢

. Cormmons ct al, 2006, D"‘O"'Wood; etal
a2

As suggested m previous W ork L }llm“)"-lr“ the primary function of

form was 10 protect the hospital These mqmgs are di‘mllccmh r?
healthcare pmfcssmmls and patients alike and raise questions aboyt hw[:'
consent processes genunely fulfil theiraim of safeguard; t

ngay
nts’ nights (p. 529) '8 aulong,

current
and protecting patic

Ozhan etal (2014) found that over half the patients supy :
at they had not even read the form, citing a V‘"Ict;nf "

1 the form hard to understand, they did not ha-,: T
have their glasses with them. In another study, wtn
atients a 10-item multuiple-choice test to see lf’lh fckht},
formation for the consent they had previol,:]) “v@.
i a third were answered correctly, and mndug«l‘
consent is barely based on knowledge” (. 3) Fi “;11
a2 more recent study by Lustgarten and C()”cagsms (2017) found that ulc‘:;d:
ability of informed consent documents at university counseling centers o
challenging for college students to comprehend—reﬂccung similar e

from carher studies on the readability of informed consent forms (see %

Ogloff & Otto, 1991) .
Engaging effectively m the process of informed consent requires us fo

sufficient knowledge regarding our cthical responsibilities as well as g dee
e rights and dignity of the patients we serve. The next section pmp
an help us think a litte more about the complesites

Simularly,

study reported th
such as they found

time, or they didn’t
et al. (2016) gave P
stood the necessary I
They found that less thi
he “patients’ mformed

respect for th
vides some scenarios thatc

of the nformed consent process

SCENARIOS FOR DISCUSSION A

for a health maintenance organization
he clinician to obtain wntten informed
consent from all patients before providing therapy. One of the
HMO physicians refers a patient to you for therapy. When the
patient shows up for the mitial session, you discover that
the patient has recently been permanently blinded by an
explosion and wants help i making the transition to living

You work full time
(HMO) that requires U

without rehance on this particular sense.

Considerations in Providing Informed ¢
onsent

e How do you feel?

What arc the mitial cons 3
o Inwhatways, ifatall, shmelr],('l Il:Ic'Z:::tn‘tml i
address therapeutic approaches specifi ﬁ’nc“i Explicity
those without sight? cally developed for
e [f you were not fluent ir 3
consent forms in Br.nllcj ‘z:;;llx'l: ;}l’:lgno ,’l”m ke
wn[gt m Braille, how would von ap me"}:P ?‘Ct s
requiremment that written COr’kcn[ }i ﬂ; s
climical services were provided? S
o If the patient asked if any of the inter
to use had been validated as effective fo:rr‘}h
how would you respond? g
o Ifthe patientasked ifyour graduate training 2 d
expenience mcluded adequate work withy s% I:]!I e
so that you were competent to pwudc fe sl
population, how would you respond? o,

ons you planned
0se without sight,

You work for a climic that allows no more than exght

outpatient therapy in any given year A new clgxel :““ll]nns of
during the first session that surpr{smg and mtmsn"] tells you
have started to occur about experiences of incest as > TQIHIOHCS
client thinks that the parent who perpetrated th achild The
now be sexually abusing several grandchildren e mcest may

¢ How do you feel?

e What are the mformed consent and informed refusal
issues, if any, that you consider during this initial e
regarding a formal assessment of this client? e

e What are the mformed consent and mformed refusal
1ssues, if any, that you consider durning this imtial sem:1
regarding potential climcal interventions for this PC[S‘OIF

You have just begun working as a counselor at a umversity
counseling center. At your first meeting with the counseling
center director, you ask if the center has consent forms e
director replies, “I'm so glad you brought that up. We've been
leaving that up to individual counselors, but we need one that

(contimued)
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—

"~ (contnued) ; 5

{con ean use, e been looking at your curriculyy, vitae
veryone €4 g

l\(lnl(:ll :nk vou're the perfect person to design the for, Ple.-ue'
and 1t

have it on my desk by next Thursday
1a

feel?
How do you s :
. Assuming that there is no way you can getout of thig tagk
Aé ,
. hat process would you use for designing the forn,»
wha ‘ )
;\'lrﬂ 1ssuies or elements are you sure the informed COnsen
o g

form should address?

i provide therapy to an adolescent who had
e !‘roublc for drinking The parents have agreed to allow
gotten In o be confidential, given your ethical tesponsibilities
the KC,SSI.OH:he\‘ now request to see the records because they haye
Il(:\:ot‘: :;‘bch'ﬂ‘l‘ {hat their adolescent is smoking pot.

red

lo you feel? ;
lb::\lt(fné the legal and ethical factors you consider?

What do you think you might say to the parents?

What do you think you might say to your client?

To what extent does your form for mforme(l consent
adequately address the issues that this scenario raises?

You work for a large healthcare company U!I]I?.:l\iol'l rcvi?w;
are required before additional sessions are p,“.m,d,“_] ,lyos, realize,
during the review, that although you I)C]lC\(tlsLxll(l ,om:;-tjhon
is a critical 1ssue and focus for your gay ¢ 1](:(;1:_ you did not
inform your client that the mformation would be revealed to
the reviewer.

o How do you feel? :

o What consent issues does this situation ml\'olvc‘? ;

o What possible approaches do you consider n deciding
how to handle this situation?
What information concerning utilization review, peer
review, and similar review processes should an ndequlal:
form for informed consent and informed refusal contain?

LA
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e ey S SO
You are engaging m the process of
chient who has been very quict. She is lookin (E
as you describe the process of therapy. She lhgcn ;t)‘r'
don’t want to be here, but they told me ths 7
who can save me. Please, you are
this anymore, tomorrow is my birthd
at the office where I ive. Would you
long, I cannot breath with 1t

informed congent with a
attentively
es, [ really
ityou are the only one
¥ only hope. | cannot take
lay, and I wil] have a party
please cut my hair, it is so

* Whatare you thiking?

e How are you fcclmg m the moment?

e How would you proceed?

o What are your responsibilities in this case?

You work at an immigration detention center with unaccom-
panied minors. You know that all of the mformation that yoy
write down about your clients can be used to determine the
result of their petition for asylum However, you also know that
if you share this information with your éllents during the
mformed consent process they will be afraid to share mformation
that can be crucial to the development and delivery of an
effectivey treatment plan. One of your chients, an 11 ;cm—old
boy of Gualemalan descent, whom according to his file has
refused to eat or talk for several days, says to you “Dr please
help me, I really want to tell you about what is happening to me

m this place, but you must promise me that you will not tell
anyone.”

* How do you feel?

¢ What do you think?

e What are some of the consent challenges that working in
this setting presents?

* How would you respond to your client?

¢ What would you do?




