Appendix B: Which instruments can be used to record patients' preferences regarding information, decisi !

, and

with health care providers? Results of a scoping review

Name Tile Publication [Country |Name of mstrument | Setingirecruiment Study population’ Sample size paients |Sample size |Objective of the use of the strument | Development process of the insirument Thearetical canstruct/ 1opic Number of iems. Structure of ISrUment (sUnsCales, prompt, response forman) Relabityfmiernal consistency
first author vear tient aroun: thers KR 20: test.rotest)
Beaver (60] | Colorectal cancer patients 2008 UK Alfiude raling Scale |3 Sies: 2 cancer cenres and | Adults with a newl B3 o explore Colorectal cancer Based on thee siages Decision maldng preferences Torar 26 3 main sectons: Not reported
attitudes towards involvement in a large district general diagnosed colorectal cancer patients attitudes towards their (1) in-depth qualitative interviews with patients 1) attitude rating scale (26 statements)
decision making hospita involvement in decision making (2) using in-depth interviews with 35 medical, nursing and allied health 2) demographic, treatment details
professionals. 3) one open question to reflect on responses and provide general comments
(3) developing an atiitude raling scale based on stage 1 and 2 Response omat. -point scleraning om ‘suongly agree'to‘suongly disagres
For ix statements_ nat annlicable anfion was
Buzagio [61] | An iemet method (0 assess _|2007 Ush Natonal cancer centie Faiiens wih advanced cancer | 16 o assess palient miormational needs | Based on Tiormaion preferences Torar 44 2 subscales D Commiricalon peferenes forcotetard et
cancer patient information needs and decision-making preferences and to | (1) literature review and study aims Decision making preferences Subscale 1: 26 treatment options, c) the way in which Total scale: Cronbach's a
and enhance doctor-patient electronically generate a printable, patient Communication preferences for Subscale 2: 18 cancer and reatment may afect emotions, work, caly routines and relationships Subscse DisgnossPrognosts. Cronbachis o =
communication: A pilot study summary delivered to the oncologist prior content and format Response format: 5-point scale from NotatAll, to 5 Subscale Treatment Options: Cronbach's a
o the intial doclor-patient consultation 2) Satistaction with content and format of communication Shbscae Impactof Traament an GOL. Cranbach's = &5
Response format: 5-point scale from 1 = Dissatisfied to 5 = Satisfied Z) Sanslaclmn ‘with content and format of communication
scale: Cronbach's a = .97
Dvagnos\s/ngnos\s Cronbach's a 93
Treatment Options: Cronbach's a =
Impact of Treatment on QOL: Cmnbacn sa=.93
Cassieth [62] |Information and paricipaion |1980 Ush Tiormaion Styles | Inpallent & outpaient seling |Patients wilh cancer E3 o explore the degree (o which patients | Based on Tniormaion preferences ol 15 2 sections Not reporied
preferences among cancer Questionnaire prefer to become informed about and to | (1) pilot testing with patients  Treatment decision making Section 1: 3 1) general items on information and decision
patients participate in their medical care preferences Secion 2: 12 2)information preferences: prompt not reported; response format: on a five-point scale from 1= ‘o more
details than needed' to 5 ‘as many details as possible’
1) Decision making preferences: Prompt: select the siatement that best describes their point of view from
lwo alternatives; response format: ‘leave decision up to doctor or ‘participate in decisions’
select one of tesponse format | want only the.
mlurmamon needed to care for myself properly., 'l want additional information only if it is good news' or 'l
jant as much information as possible, good and bad.’
Z) Prompt: list of \\!ms to determine the type Dl anormaﬂon desweﬂ hy na\‘lems
Davison [63] [Factors influencing treatment 2012 Canada Community based urology Patients with prostate cancer (180 To explore the information and decision | Based on Information preferences while on active | Only one part relevant to 3 parts; only part. 3 relevant for this review Not reported
ecision making ad nfomation clinic: maling preferences of patienis with | (1) results of a qualiative study published efswhere uneillance review 3) information preferences while on acitve suneillance
preferences of prostate cancer prostate cancer on active surveillance Part3:7 amount of informaton wanted in the following areas: eating a ‘prostate friendly' diet; leaming about other
pations on acive sureilance men's experiences about being on AS; use of non-tradiional treatments; learning about currently available
treatment options; having access to an AS patient support group; having access to an intemet based AS
patient support group; and partcipation in an exercise program
Response format: 5-point Likert Scale from 1= not at all to 4 = a great deal
Ende(24] | Measuring patients' desire for 1989 USA Hospital-based primary care | Not described in detail IEE To explore patients' preferences for wo | Based on information preferences Total 23 2 parts internal consistency refiabily:
autonomy: decision making and Preference index  [clinic dimensions of autonomy: decision 0 Vo Dein ey v clivins, medcl soclagts an - Decision maling prefrences L. information seeking: 8 |1 information seeking scale Each scale: Gronbach's a = 0.62
information-seeking preferences: making and information seeking. ethicists, carried through two iterat 2. decision maklng total: 15 | Prompt: statements ( |
among medical patients (2) ek oot o toms with patons & ensure cortent vaidy 24 general ilems: Reponse format: 5-point Likert scale from ‘strong| ‘(o stongly agree’ Scale: = 84
(3) Review of items based on based on patients’ feedback from patients and 2B 3 vignettes. w\m 3items |2. decision making preference scale Information-seeking-scale:
psycomelic propertes of flems and instrument cach ) General items
Prompt.: statements
resonse format: 5-point Likert scale from ‘strongly disagree’ o strongly agree”
B) Vignettes.
Prompt: case scenario and lead-in queston
Resoonse format; 3-point scale: ‘vou alone'. ‘mostly vou', the doctor and vou'
Fan (] | Dewlopmentof  questonnare.[2011 Gemany Chronic back 539 (iotal) o identy the communicato Based on 5 stages prferences tegardng Total: 32 |4 subscales. ) Patint paricipation and patien orentaton: Cronbach's a = 92
S communication preferences of pain or chronic ischemic heart|472 (survey) preferences of chronically ill Danems (li Fws! item development based on literature and compilation of relevant. chm:lans. nurses, therapi subscale 1: 11 1) Patient participation and patient orientation 89
rterences o paent with st it chronic disease 57 (tocus groups) Clinical use of ears |aspect th provider to a List of Communication Patin paicipaion and paent subscale 2: 10 2) Effective and open communication -84
chronic illness illness (KOPF 10 (cognitive useful to ﬂetelmme patients’ Deus (version 1) subscale 3: 6 3) Emotionally supportive communication 4) Communication about personal circumstances Cronbach's a = .80
questomaror enviews) communicaton preferences. (2 Focus oupe 10 integrate the communicaton new aspects invoduced by | ffie and open communication | subecle & 5 4) Communication aboui personal circumstances
paients motionally supportive communication Promps: statements
eferenzen von (5t genrstn e o ocus group Lt Commuriction | Commuricaton about ersons Resonse format: 5-point scale from 1.= ot so important to & = ‘exremely important
Patienten mit n 2, 105 items) circumstances
chronischen ) Coanits meniens wii patess; atterwarcs, comprehensionprobe;
Erkrankungen) an ms comments were used to improve the item formulation
 tern neomertes hased an » Sirvey with natients
Fynn (661 [Personally and heallh care[2007 Ush Figh schools (daia from the | Figh school graduates 0317 (Figh | To exlore relaionships between ased o nformation preferences Torar 4 T Scale wilh 4 Statements aboul Treallh care VT for Not reporied
decision-making style Wisconsin Longitudinal Study school graduates) [ personality factors and health care care (li EXISW\E data set: data from the Wisconsin Longitudinal Study (WLS) Treatment decision preferences 1) information (2 items: need for history lakmg information about treatment options)
s) fecision making preferences raduate survey, a long-term cohort study of men and women who (deliberation, and selection of 2) deliberation (discussion of treatment choi
graduated from Wisconsin high schools in the spring of 1957. All variables | treatment choice) 3) decisional control (selection of treatment cho ice)
in their analysis came from the WLS 2004 mailor telephone survey unless Insiruction: Please thirk about the doctor that you usually go to when you are sick or need advice about
othenwise noted. your health and indicate how much you agree or disagree with each statement
Response format: -point scale from 1= agree strongly to 5 = disagree stionaly
Garfeld [66] | Can patients preferences for __[2007 UK Contlpreerencs | Oupatentand prmerycare | Patits il eumaiod (515 To explore patient preferences for Based on Total: 3 3 addilional tems relating (o starting, changing dosage and stopping medication Not eporied
involvement n decision-making scale, adate clinics arthiis o type 2 diabetes decision making involvement o (1) previous qualitative research published elsewhere medication (staring, changing dosage | (in addtion to CPS) Prompt: short case scenario with lead-in quesiion
tegarding heuse of medicines o (659 medication and stopping medication) Response format: -Point.Likert scale: from "You alone to ‘Doctor (or ther healthcare professiona) alone
Farey [67] E\m\uanng e omerences and 2016 UK Chronic Cancer |5 cancer units Patients wilh chionic cancer 416 o be used as a cinical instument o | Based on 4 phases. Paiients' experience and views on 6 | Total 75 G themes. 73 subscales achieved acceptable Cronbach's
support needs of people ling Experiences assess patient experiences of chronic (1) conceptual framework and item bark’ generated questionnaire structure. [ themes Them: Theme 1: cinical senice Feubscate (sccosang upperyaained st boow imeshold (.= 68)
with chronic cancer: Questionnaire cancer or to screen for patient needs; a\sn and content based on previous patient intervier 1: clinical service Subscales: 14 6 subscales: Managing appointments, Coordination of care, Information and questions, Making treatment
development and iniial validation (ccEQ) 0 be used as an outcome measure for | (2) face and content valdiy: clinicians and patients reviewed and suggest | 2: self-care and self-management decisions, General practiioner (GP) involvement, Clinical rials
of the Chronic Cancer evaluating programmes mendments to the item bank 3: needs for independent Iing Theme 2: self-care and sel-management
Experiences Questionnaire (3)pilo testing: tested the clarity of tems and feasibility of administration. | 4: work, finances and benefits 2 subscales: (Symplom experiences), Symptom non-reporting, Key worker
(CCEQ) (4) psychometric properties: administered the instrument across multiple [ 5: psychological experiences Theme 3: needs for independent living
cancer units, and psychometic analysis detemined subscale structures, |6: support pathways 2 subscales: Limitations, Sustaining normality
intemal consistency and consiruct valdiy Theme 4: work, finances and benefis
1 subscale: Financial advic
Theme 5: psychological experiences
2 subscales: Wories and amxieties, Sharing feelings with others
Theme 6: support pathways
1 subscale: Accessing support
1 tems assessng smpiom eernces wer retand as syl ems,
Prompt: stateme
Resonse ormat 5 paint Likerscae rom tongly agee o‘songly disagre’ response opion ot
aplicable’ was included for most tems
Hart (58] [Health decisionmaking 2008 USA Freference for Urban barber shops ‘Affican American men 20 (men) o assess the degree of control an Based on Tnvolvement preferences for health | Total: 1 Prompt: ‘What role does your dacior play or other reguiar health care provider play i your healih Not eporied
preferences among Afrcan control in decision individual desired in the decision-making (1) qualitaive interviews decisions decisions?”
American men recruited from makin process Respone ama; gl betselect .01 opton o (s ese l decisions o Gty cae
urban barbershops: Bvuwue( to (e) | prefer to make final selection about what health c:
caponses ware collpsed i relet assive decisionmeling stes (options a & ), collborave stkes
opton o an cive 2yies (otone & and
ey o8] | Factorsassocited i paent [ 2007 USA Conto rfeence | Data fom regties Patients with breast cancer | 1101 277 (cinicians) | To measure women's preferred role In the | Based on Decision making preferences in Toral 1 Prompt o choose h esporse Tt es  ow ey preered Ut e surgay docion e been made. Mot epored
wolvement in surgical treatment scale, adapte Area Surveilance, surgery decision (1) pilot testing with patients and surgeons relation to breast surgery (in addiion to CPS) Resonse format: from a 'l would have ade by
(deciion making or reaet oo (@b |Etaemioogyand Ena ile it om me 0 & would have pefered 1 have made the surgery deison wih i it fom my
cancer Results (SEER) doctor(s)"
Responses were categorized into three levels: (1) 100 it involvement (2) ight amount of involvement; (3)
too much involvement in the surgery decision
Hipa[70] |What matiers (0 patients? A |2020 USA What matters (0 you o patients, IE3 To explore patients’ experience and based on Pallent»physlc\an relationships Total: 5 Prompt: Rank in order of importance various choices related to the 5 domains Not reported
imely question for value-based sunvey gastroenterology subspecialy |patients from pronesn s domais ough uhch | e of S domains v patients <" personal 7 choices flom 1
care clinic pe heal th 2. pal\anﬁ personal responsibility on health: 3 choices from 1 (most important) to 3 (least important)
clinic eaincare produrs e oupaent @ consideration o the use of raing versus ranking scales Diagnosiic tests 3. diagnosiic tests: 3 choices from 1 (mostimportan)to 3 (least importani)
(@) pilot testing with patients Patient preferences regarding 4. patient preferences regarding medications: 5 choices 1 (most important) o 5 (ieast important)
(@) Adjustment of survey scales and clarification of instructions based on | medications 5. healihcare cosis: 3 choices from 1 (most important) (0 3 (east importan)
results from pilot testing Healthcare costs.
Hoerger [71] | Development and psychometric | 2016 USA Decisional Recrutment thiough NIH | Patients with cancer 376 To evaluate and improve the quality of | Based on: Decisional engagement Total: 10 5 domains: DES-10 scale: Cronbach's a = 80
evaluation of the Decisional Engagement Scale | Clinical and Transiational cancercare it hse b paen- 1) siablshnentof a contntcomaln o decisional sngagement base o 1) Dlaghosicacceptance (emotonal _Short verion:3 1) Diagnosiic Acceptance DES-3 short version: Cronbach's a = .75
Engagement Scale (DES-10): A (DES-10) & short | Science (NCATS) Research reported measures psychosocial thearies of health behav rocess) 2) Empowerment
patient-reported psyehosocial version DES-3 | Match recruitment tool (2 erature reew on docsional sngagementin cancer care 2) Empowerment 3) Involvement
survey for quality cancer care (3) Organisaion of five content domains by consensus 3) Involvement (relational processes) 4) Information-Seeking
(4) Development of survey items corresponding to the five idenified content. |4) Information-seekin 5) Planni
domains using the legacy approach (including reviewing the item-lex 5) Planning (cognitive processes) Prompt: stater
psychometric properties from prior scales; adapiing items from existing Response format: 10-paint scale from (0) Disagree 1o (10) Agree
items)




Jerofke-Owen |Development and psychometric 2020 USA Patient Preferences |Hospital (medical, surgical Hospitalized patients with 308 To identify patient preferences for Information Gathering Total: 27 6 factor Cronbach's a were >.70 for all 6 subscales
72 analysis of the Patient for Engagement units) o eagementinhealcar sed by s () e ofth et and gt gudeines Self-Advocacy ) momaion Garerng (G) Subscale IG: Cronbach's a
Preferences for Engagement (PPET) including hypertension, (2) qualitative data published elsewhere Informed Decision-Making 2) Self-Advocac Subscale SA: Cronbach’s a = .75
Tool coronary artery disease, () Intervews with paients Family Involvement 5 iiormes becktan aling (OM) Subscale IDM: Cronbach's a = &5
cancer, and diabetes (4) development of items based on patient stories Active Participation 4) Family Involvement (Fi) Subscale F: Cronbach's 76
Resources. 5) Active Partcipation (AP) Subscale AP: Cronbach's a = .84
6) Resources (RE) Subscale RE: Cronbach's a =.72
rompt: statements + open-ended question
Response format: 5-point Likert scale from 1 = 'strongly disagree’ to ‘strongly agree”
Tordan [73] | Examining paients preferences |2014 Ush, Cutpatient seting Faents wilh COPD or cancer 99 (toal) o explore palients preferences for liness | Based on Tiormaion preferences Torar 30 (reporied by 3 sections Not reporied
for participation in clinical Argentina 44 (COPD) information and treatment decision (1) pilot testing with patients Treatment decision preferences authorst), 27 (counting Section 1: Patient preferences regarding information desired from their doctors.
decision-making: the experience 55 (cancer) making related o seciions) Prompt: questions
in a Latin American chronic section 1: 1¢ Response format: 3 response choices (I absolutely want this information, would like this information, | do
obstructive pulmonary disease <ection 2:8 ot want his information
and cancer outpatient population. section 3: 1 Section 2: Paﬂsm pvshuncss regarding information desired from their doctors.
Prompt: satem:
response mvma
Secton 3: Patient preferences regarding treatment-elated decision-making
Prompt: Statement completed by set of response options (Treatment decisions should be made by...)
Response format: 6 response options (doctor alone, myself alone, myself and the docior together, doctor,
myself and my family equally, doctor and my family together, myself and my family together)
Kiessling [74] | [German translation and [2012 PatientProvider- | University/Medical schools | Medical students 396 (medical | To investigate the extent of patient- Patient centredness Total 12 2 subscales Final version:
consiruct validation of the Patient. Swizetand | Oenaton Sal: students) centredness of physicians and palients | (1) translation of english version by German-speaking physician and English- sharing: atitudes towards sharin Subscale 1: 6 1) Sharing (Partizipation) Total scale (patient centredness): Cronbachs a = 726
Provider-Orientation Scale Germ: japted and to compare provider's and patient's | speaking ethnologist, subsequent consensus on item wording uuwsv. cumm\ and information, patient | Subscale 2: 6 2) Caring (Zuwenﬂung & Interesse) Subscale 1: Cronbach's a =
(PPOS-D12)] version (ppos D12) congruence regarding patient (2) pilot testing with medical students wolver in decision-making Prompt: statem¢ Subscale 2: Cronbach's a = 661
centeredness k of construct validit 9 a factor caw\g Dvacmlonels eengagement in Response Qormat Gvolm Likert-scale from 1 ="lfully agree' to 6 = 'l don't agree at all"
analysis psychosocial aspecs of therapy and Other psychometic information:
M) establishment of a new, shortened version of the German PPOS (PPOS- |interest in their patients’ expectations, Factor analysis
12) wishes and lfe Circumstances
45) analysis of construct validity with data from a second cohort of medical
and dental swdents
Krantz [75] Assessment of Preferences for  |1980 USA Health Opinion University Students 349 (total) To measure preferences for different Based or Decision making preferences Total: 16 2 subscales: Total HOS scale: KR 20: .77 test-retest l!llahlllly 74
self.ueatment and information in Sunvey (HOS) Pilot 1: 200 veatment approaches (1) developmentof an e pool about aspects of medialcar prty o 1) Information (): desire 1o ask questions and wanting to be informed about medical decisions Subscale 1) |: KR 20: .74; lestretest.
ealth care Pilot 2: 159 adapted from another questionnaire role) Subscale 2: 7 2) Behavioral Involvement (B): attitudes toward self-treatment and active behavioral involvement of patients |Subscale 2) B: KR 20: .76; test-retest . 71
(medical (@) pilot testing with undergraduates Preferences for information and in medical care
students) item analysis and reduction of item number behavioral involvement in medical care Prompts: statements. Other psychometric information:
) pilot testing of remained items with anolher group of undergraduates. Response format: inary ‘agree” - disagree’ discriminant valdity
(4) analysis of construct validity using factor analysis to obtain components
of the scale
(5) analysis fo discriminant validity by using other instruments.
(6) analysis of test-retest analysis
Kraetschmer |Preferences of patients 1994 Canada Problem Solving Hospital (Cardiovascular Patients undergoing 300 pilot 1: 10 (healthy | To examine patient preferences for Theory of patient participation elements| Tm l: 18 rompt: 3 vignettes: Vignettes: Cronbach’s a ranging from .71 to .90 for 1 to 3 vignettes,
[76] undergoing angiogram for Decision-Making | Investgaiive Unit) angiogram; nursing students people) involvement in treatmen decision making (1) Judgement of instrument n relaton to scope and design by healthy [ of choice behaviour:  vonetes wih 2 subscles [ Vinete 1 maticy vinete respecively
participation in treatment Scale (PSDM) pilot 2: 69 and desire for information people, physicians, academics and research methodologist (Content problem solving (PS, identifying the ignette 2: mortality vignette Subscale 1) pmmem solving tasks: test-retest reliability r = .46; paired t-test:
decisions, coping siyle and the (nursing students) alidity one right ansiwer) S 1) problem soing: Vignete 5 Qualy o s gnete 0,p=0.514)
problem Solving Decision- (2) factor analysis and reliability testing with nursing students decision making (DM, selecting the 4 with 6 items each Suscale 2) decision making tasks: test-retest reliability r = .68; paired t-test:
Making scale (Doctoral most desired bundle of outcomes) | subscale 2) decision Subscle 1) proble sohing s (=0.31,d1=21,p=0.76)
dissertation) aking: 2 Subscale 2) decision making tas
Response format singe bestwit 5 Fespons caiegores: 1 ='dotoralone 2. mosydoctr; 3= bt
equally’ 4 = mostly me' alon
Krupat [24] | The practice orientations of 2000 USA Patient-Practitioner | Not-for-profit health services | Primary care physicians and | patient: 1020 Clinicians: 400 To investigate the extent of patient- Not reported in detail Patient centredness with 2 dimensions: | Total: 18 2 subscales Patient sample:
physclans andpateris: he Orientation Scale (heir patients centredness of physicians and patients sharing: alitudes towards sharing  |Subscale 1) sharing: 9 | 1) sharing Total scale: Cronbach's a = .7
effect of doctor-patient (PPOS) nd to compare provider's and patient's power, control, and information, and Subscale 2) caring: 9 2) caring Subscale 1) sharing: Cronbach's a = .72
congruence on sanslacmn congruence regarding patient ‘e extent to which patients should be Prompt: statements Subscale 2) caring: Cronbach's a = .52
centeredness involved in decision-making Response format: 6-point Likert-scale from 1 =l fully agree' to 6 = "I don't agree at all' Physician sample:
caring: praciitioners engagement in Total scale: Cronbach's =
psychosocial aspects of therapy and Subscale 1) sharing: Cronbach's a = .67
interest i their patients’ expectations, Subscale 2) caring: Cronbach's a = 52
wishes and life circumstances
Levinson [48] [Not all patients want to 2005 USA Households English-speaking adults 2750 (general To assess public preferences for Based on: Information preferences (seeking and | Total: 3 Prompt: statements Not reported
participate in decision making: a populaton) paricipation (1) review of lteratur and theoretical models and identiication of tems to | exchanging information, problem Knowlege: I prefer to rely on my doctor's knowledge and not try to find out about my condition on my own'
national study of public measure different aspects of participation in decision making developed by |solving) Options: ‘I prefer that my doctor offers me choices and asks my opinion"
preferences other investigators. Decision making preferences Decision: 'l prefer to leave decisions about my medical care up to my doctor
(@) pilot testing of tems previously developed Response format: &-poin-Likert scale ranging from 1 = strongly agree to 6 = strongly disagree’
(3) Modification of items based on cognilive testing of a plot questionnaire:
and feedback from respondents regarding clarity of wording and
Tiebherz [77] [mormation and decision-making |2015 Switzerand onine anely c3 o determine patien's information and__|Based on nformation preferences Total: 23 4 sections Not eporied
needs among people with poral disorders decision-making needs as a pre-requisite (1) systemaic lierature and guideline search Decision making preferences Secion 1:3 1) Intemet use
anxiety disorders: Results of an for the development of patient decision Section 2: 2 rompt and response format not reported in detail
online survey aids for amsiety disorders Seciion 3: 2 2) Online health information needs
Section 4: 16 Prompt: Question
Response format: 6 resp. 7 content related statements (yes/no)
3) Role in decision-making (iems adapted from Control Preference Scale)
4) Treatment decisions (.9. reatment setting, star of treatment, type of reatment)
Prompt: Question (have you ever made these decisions
Response format yesino; i yes: assess the difficulty of these decisions on a 4-point scale from ‘very
dificult to very simple
Adiiona) free text fields
Tindig 78] | Adaptation and qualitaive 2020 Gemary—[pexa Questons [ Oubstent s o Patients wih cancer 54 (ioal) o enhance SDM by patie Based on iransiation and adaptalion of English ASK3Q versions by following | Ivolvement in ieatment decision | Total: 3 3 questions on a posicard (german language) Not eporied
evaluation of Ask 3 Questions. A rehensive cancer center, 10 (phase 1 question-asking behavmun ysicans: e toam wanciaton rotoeel TRAPD (Trandaton. Review. Aductcaton — |masing (in addition to CPS) 1) Welche Moglichkeiten habe ich?
simple and generic intervention npatent seting interviews) provision of informator Pretesting and Documentation) 2) Was sind die Vor- und Nachieile jeder dieser Moglchkeiten?
o foster patient empowerment 26 onase 2 ocus oot reamentopion, el risks and | () transaton it German by wo members independerty 3) Wie kann ich Unterstitzung bekommen, um eine Enischeidung zu treffen?
groups) benefits, and integration of e ofarsalon by a gl eam mern Response format: open answers
preferences ofal Ireaching consensus (English translation by CK: 1) What options do | have? 2) What are the advantages and disadvantages of
oo wansaon cach of these options? 3) How can | get support (o make a decision?)
) assessment o camprhensiity o all anstated ASGQersions
conducing cogniive nteniows wi
Tuker 78] [The information needs of women | 1995 [ University eaching hospital _|Patients newly diagnosed | 150 o estabiish the prionty imformation needs | Based o nformation preferences Total: 6 Brompt: Women were asked (o decide which of the two information needs had the greater importance. The | Not reported
\ewly diagnosed with breast with breast cancer o sample ofwamen nowy clagnased. | () erature search procedure was repeated for all 36 pairs of informaiion.
cancer with breast cancer Information abou 1) advance of isease; 2 ikelinood of cure; 3) reatment affect on social actvites; 4)
e afect iy clos s,  afcton el st o, © et et eings ot by
and sexual 4 reatr 8) about risk
o i o amly membreof gt oo ancen 5 uessaneae-sfors o esmont
Magnez [80] |Would your patient prefer © be [2015 Terael Fousholds General population 508 (general | To ivestigate relation between trust and | Based on ol 2 Prompt 1 Vignette with 2 questions. Notreporied
considered your riend? Patient populaion) stareddeison maling,andeered (1) i testrguin researchers Damwauem reatonsy Vignete: A family doctor has different ways of approaching a person who comes for medical senvice.
preferences in physician terminology (2) reflection means of Question 1 (doctor-patient relationship): When you come to receive medical service from your family
relationships (3 o esting with 15 pople (an paricipans i he oty vang coctorpatent reatonship doctor, how do you feel sihe relates to you? Do you feel s/he approaches you mainly as.
telephone interview Quesiion 2 (How the interviewee would like to be approached by the physician): How would you like the
(@) modifications based on resulls doctor to relate to you?
Response format:single best with 6 options (patient, insured person, friendipeer of the doctor, medical
Senice consumer, client that deserves medical sevices, partner n the medical reatmen)
WMartinez [81] | Does physician communication | 2016 USA Data from registries. Patients with breast cancer | 1690 To explore patient perceptions of Not reported in detal Involvement in treatment decision Total 2 Prompt: statements (When it came (0 geting reament Tor m breast cancer, | preferred (o be told what 0 | Not reported
siyle impact patient report of Suneillance Epidemiology 2utonomy.-supportive communication from making o', When it came to gelting reatment for breast cancer, | wanted my doctor t tell me what to do’)
decision qualiy for breast cancer and End Results (SEER) {heir surgeons and medical oncologists. Response fommat 5ot scals rom o of e ime- (o al of e (me
aiment? 2s wel as patientreported decision
quality
Muriagh [82] | Evaluaion and ethical review of |2006 UK Shospices Paiients wilh advanced ffe- | 110 (iial) o in [T explore patient preferences for niormation preferences about lness | Total & Prompt questons Not reporied
a 100l o explore patient hreatening ilinesses and their 61 (intervention group) |detail (clinicians) [information and involvement i decision | (1) adapation of a questionnaire published elsewhere and treatmen Response format: diferent types; yes/no, 3-point-scales, 6-point-sclae, free text
preferences for information and doctors. 40 (control group) malng as a clinical ool Preference for familicarer information
involvement in decision making Decision-making preferenc
(satistaction with amount of
information, the way information had
been given, with information given to
he family or carer
Confidence about future decision
making, matching their preferences
Previous experience of information
about he ilness)




Neumann [83] [ Identfying and predicting sub- | 2011 Germany |Cancer Patients | University hospital 523 To increase awareness of oncology ased on information preferences Total 23 @ dmensions: Totl CaPIN: Cronbach's o= 50

roups of information needs information Needs nurses and physicians of the complexity | (1) in-depth interviews with patients Subscale 1: 4 1) Information from the physician: medical examination resuls and treatment options. Subscale 1: Gronbach's a
among cancer patients: An initial (CaPIN) and heterogeneity of information needs Subscale 2: 3 2) Information from the physician: side effects and medication Subecle 2 Gronbhs = 78

study using laten class analysis among Cancer Patients Subscale 3: 7 3) Information regarding Social issues Subscale 3: Cronbach's a

Subscale 4 8 4) Information regarding health promotion Subscale 4: Cronbach's a

1 open question for free text | Prompt: Questions (Looking back on your hospital stay, would you have hked ‘more information abou..)
Response format: binary: 0 = no, | would have iked no more information’, 1 = yes, 1 would have liked more.
information’

Paull 84] | A short scale for measuring | 2021 Germany | Patient-Practitioner- | University 532 (medical | To nvesigate he extent o patient Based on Patient centredness with wo Total: 6 Prompt: statements For total scale and both subscales only narrative decription: *Cronbach's
atttudes towards the doctor- Orientation-Scale; students) patients ensions: Response format: 6-point Likertscale from 1=I fully agree’ to 6 = | don't agree at all indicated poor intemal consistency”
patient relationship German adapted and to compare Dvovlders and patient's semammally edundant o o fems loss reaed o o undering concept | Sharing: atitudes towards sharing
peyenorentc prparies s version (PPOS-D6) congruence regarding patient in order to develop a short version of the scale power, control, and information, and
measurement invarianc centeredness the extent to which patients should be
Goman patemPractioner. involved in decision-making
Orientation Scale (PPOS-D6) Caring: praciitioners engagement in

psychosocial aspects of therapy and
interest n their patients’ expectations,
wishes and life circumstances

Puschner [85] | Development and psychometric | 2013 Germany, UK, | Cinical Decision 568 213 (mental To explore patients' preferences for two | Based on information preferences tal: 21 3 sections: Patient version
properies of a five-language aly, Maling Style health senvces at six centres health dimensions of autonomy: decision ublished principles for the translation and cultural adaptation of PROMs | Decision making preferences Section A 6 Section A: general pvelerentes regarding patient autonomy in decisions COMS-P PD: Cronbach's a between .87 and .89
multiperspective instrument to Denmark,  [Scale(COMS) throughout Europe professionals) [ making and information seeking for use in |identifying 10 sequential steps: 1 preparation; 2 forward translation; 3 Section B:9 Section B: decision making preferences in 3 scenarios (3 tems per vignette) (COMS-P IN: not reported
assess clinical decision making Hungary, and mental health care el 4 ack rsisor; S back rnsiton iow; S Section C: 6 Section © desir ot nformat St version
style in the treatment of people Switzeriand eview of cog g results Prompt: section A & C: : section B: vignettes (COMS-P PD: Cronbach's a ranged between .87 and .89
with severe mental iiness o altion; o prooteading; and 10 final report Response format: section A and C: &-point Likert scale from 0 = strongly disagree' to 4 = strongly agree’; | CDMS-P IN: not reported
(coms) Focus grous in step 1 & 7 section B: COMS-P scored from 4 = 'Me' 0 = ‘Clinician) in , section B CDMS-S scored from 4 = Servce.

ser 00 = Me
Ratcife [86] | Assessing paients preferences |2002 UK Guipatient cinic of two 500 o invesiigate he preferences of palients | Based on Extent (o which he docior gives Total: 17 3 main sections Not reponted
 characteristics associated ospitals with asthma for attributes or ) semi-structured interviews with patients suicient ime to patients concerns and [Section A:9 (relevantto | 1) section A
with homeopathic an characteristics associated with treatment | (2) formulation of attributes based on interview results scussing vesmersaoe; patient preferences) Prompt: respondents were asked to indicae the degree of importance of nine characterstics of senices
comentonal i for their asthma ) deveopmert o ves foresch atbuse by the research tsam o reflect | Exrt o wich thedoctoreas the | Secion 5 8 painise for asthma treatment
sthma: a conjoint ana\ys\s study plausible ranges reflecting realistc levels for patients receiving treatment for panenl as a whole per choices Response options: 3-paint scale from ‘very important to ot very important
their asthma 2) section B: 8 pairwise choices
3) section ¢

Spies [67] [ Preferences for shared decision | 2006 Gemany | Autonomy t hopi En To explore palients' preferences for wo | Based on nformation preferences Total: 14 2 subscales Subscale 1 SOM
making i chronic pain patients Preference Index; | (Premedication visit, chronic dimensions of autonomy: decision (1) ranslation of AP (no further information) Decision making preferences Subscale SOM: 6 1) decision making scale SDM Cronbach's a = 0.61 (chronic pain clinic)
compared with patients during a German version |pain cinic) making and information seeking. Subscale IS: 8 2) information seeking scale IS Cronbach's a = 0.64 (premedication vist)
premedication visit (4P Prompt: statements Subscale 215

Response format: 5-point Likert scale. Resp range fom‘stongly dissgre'ta sronglyagee’ | Gronbects = 073 (el pain chrm:)
Cronbach's o

Strull (8] | Do patients want to participate in | 1984 USA Outpatient ciinic of a 210 50 (cinicians) | To explore the amount of information | Not reported n detal information preferences about Total: 4 Prompt: Some people want clinicians to make all decisions about medicines based only on the best Not reported

medical decision making? community hospital patients prefer about thei disease and its hypertension and its theray medical practice. Other people also want the clinician to ask them their opinion about the decision. Finally,
ree-standing health therapy. and preferred involvement in preferences of involvement in treatment Some people want 1o make the decision themselves, after getiing the clinician's advice or opinion.”
maintenance organization weatment decisions decisions 4 categories with 1 item each
(HMO), outpatient clinic 1) Information about hyperten:
Response frmat 5 point scale (+.all her s (0 know)
2) Preferences for roles in Decision making
Response format: 5-point-scale (.. Clinician should make the decision but srongly consider patients
opinion)
3) Amount of discussion about therapy
Response format: 4-point-scale from ‘none to very extensive’
4) How decisions are usually made
Response format: 4-point scale (e.g. Clinician makes the decision, using al that's known about the
medicines)

Sutherland | Cancer patients: their desire for | 1989 Canada Health Opinion Tacilty 52 To explore patients preferences for Based on information preferences 3 scales Healf: Opion Surey (OS)

[59] information and partcipation in Survey (HOS), information needs and involvementin | (1) selection of items of a questionnaire published elswhere Preference for involvement in reatment mm 16 Health opinion Scale (HOS) Total s
reament decisions Information Seeking treatment decisions (2) discussion with patient panel to verify and/or suggest additional items [ decisions Scale: 9 2 subscales: behavioral involvement = B scale; informations= | scale Toubsee K20 = 6

Questionnaire (SQ), Peces prompt: statements & subscale: KR 20 = .68
reference for 15Q Response format: A binary agree/disagree format Information  [1SQ: KR 20 = 88
partcipation in Total: 18 Seeking Questionnaire (1SQ) Preference for partcipation in treatment decisions questionnaire: not
weatment decisions prefeence orparicpaton | Linearanalo selfassessment (LASA) diferent yes of formaton that  patent would ke (0 have about rported
questionnaire in treatment decisions. cntcrand 3 same, more oo amoun, deail,
of a . satisfaction with detais acquired)
Total: 5 preerence forparicpaion n saument deciéions qussiomnle

adapted from a questionnaire nubhsheu elsewhere

Prompt: patient in treatment d deal

patent indicated how his/her reaiment decisons were ‘actally made. Resmmse fomat Spoin raing

Scale from the physician assuming full this

Xie [90] Heallh information and decision- | 2010 USA The Health State unversity (pubic brary 23 (otal) To measure preferences for heallh Based on nformation Preferences Total: 20 topic with 2 2 subscales with 7 sub-scales with parallel ems (o the following (opics: information Preference Scale
making preferences in information Wants | computer class) 22 (students)  [information and participation i health | (1& 2) development of tems based on literature search and Preference 80 diagnosis (6 tems); reatment (9 tems); laboratory test (4 tems); self-care (5 items); complementary and [ Total scale: Cronbachs a = 0.98
Internet a age: a pilot study using Questionnaire (HIW) 21 (adults) decision-making to improve patient- stu Subscale 1: 40 altemative medicine (CAM) (6 items): psychosocial (8 items); health care provider (2 items); Subscales ranging from Cronbach's a = 89 to .98 (mean .95)

(HIW) Questionnaire

provider relationships and the quality of
health care.

(3) content validity testing
(4) cognitive testin

(5) pilot study testing

authors focus on s on Stage 5

subscale 2: 40

Subscale 1) Information Preference Scal
Prome: ccate prefrences for each e of oo
Response format:5-point Likert scale from 1.="none’ 0.5
Subscale 2) Decision-making Preference Scale

Prompt: indicate preferences for each type of healh decision-making
Reaponse ormat & pant Lkt scle fom= the doctor aion! horegh mosty he dctor, th doctr and
myself equally, mostly myself, o 5 = ‘myself alone’

=

Decision-making scale:
Cronbacts o = 0.96
Subscales ranging from Cronbach's a = .75 to .96 (mean .89)




