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Abstract 

 

Background 

In recent years, the use of standardized sets of outcome measures has grown in popularity, 

particularly through initiatives like the International Consortium for Health Outcome 

Measurement (ICHOM). While these sets use Patient Reported Outcome Measures (PROMs) 

to reflect what matters to patients, it is unclear if they accurately capture patients’ lived 

experiences and contribute to Value-Based Health Care (VBHC).  

 

Objectives 

This study seeks to explore the usage of online patient stories to assess the patient-relevance 

of the outcomes measured in the ICHOM-set for schizophrenia. The aim is to show to what 

extent these align with outcomes that schizophrenia patients describe in online patient stories. 

 

Methods 

First, a qualitative, cross-sectional analysis of 28 online stories of patients with schizophrenia 

was performed in the ATLAS.ti software. Second, the item and definition section of the 

outcome measures used in ICHOM-set for schizophrenia were systematically compared to the 

underlying codes resulting from the qualitative analysis of the patient stories. 

 

Results 

The findings reveal significant overlap especially in clinical areas such as symptoms, 

functioning and treatment. However, the study also reveals that patients frequently write 

about topics that are missing or underrepresented in the ICHOM standard set, such as coping 

strategies and the value of social support. A notable gap is the issue of stigma and social 

identity, which appeared prominently in the patient stories but is not addressed in the current 

ICHOM standard set.  

 

Conclusions 

While the ICHOM set reflects many clinical and functional outcomes, it falls short in 

capturing the full scope of patient experiences. Online patient stories allow for a deeper 

exploration of dimensions that are sometimes missed in standardized outcome sets like 
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ICHOM.  Considering such perspectives can help to improve VBHC by ensuring outcome 

measures reflect on what truly matters to schizophrenia patients. 

 

Highlights 

• Online patient stories were used to assess patient relevance of outcomes in the 

ICHOM standard set for schizophrenia 

• Alignment was found for symptoms, functioning and treatment outcomes 

• Key patient priorities such as coping and social support were underrepresented 

• Stigma and social identity were present in patient stories but absent in the outcome 

set 

• Considering these perspectives in the development or adaptation of core outcome 

sets can help to ensure outcome measures reflect what matters to schizophrenia 

patients. 

 

 

 

Keywords 

• Schizophrenia 

• PROMs 

• ICHOM 

• Patient narratives 

• Content validity 

• Qualitative analysis 
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1. Introduction 

 

In recent years, there has been a greater emphasis on creating value for patients [1]. In 

healthcare, value is defined as the improvement in a person's health outcome versus the 

expense of making that improvement [2]. To measure these improvements, the International 

Consortium for Health Outcome Measurement (ICHOM) has been developing standardized 

outcome sets for specific medical conditions, including one for psychotic disorders [3] 

(schizophrenia and bipolar disorder). Instead of focusing exclusively on clinically relevant 

measures, ICHOM prioritizes outcomes important to patients, such as recovery, quality of life 

and long-term health benefits. To capture these, ICHOM incorporates Patient-Reported 

Outcome Measures (PROMs) into their sets [3]. The US Food and Drug Administration 

(FDA) defines a patient reported outcome (PRO) as: “A measurement based on a report that 

comes directly from the patient (i.e., study subject) about the status of a patient’s health 

condition without amendment or interpretation of the patient’s response by a clinician or 

anyone else”. [4, p.32] However, these measures only support VBHC when their content is 

genuinely relevant to patients’ lived experiences. Therefore, patient involvement is essential 

for ensuring that PROMs address outcomes relevant to patients [5,6].  

 

In the development of the ICHOM psychotic disorders set, patients participated through 

literature review, focus groups and Delphi rounds. Recruitment occurred via clinicians and 

patient organisations, making representativeness uncertain [7]. Participating in research can 

be challenging for people with psychotic disorders. Therefore, although patients who blog 

about their experiences probably do not represent the average schizophrenia patient [ 8, 9], 

online patient stories are proposed as an additional source of patient input [10,11].  

 

With schizophrenia patients increasingly sharing their experiences online [12], such stories 

offer a valuable opportunity to compare lived experiences with outcomes recommended in the 

ICHOM-set. Therefore, we aimed to show to what extent the outcomes used in the ICHOM-

set for schizophrenia align with outcomes that schizophrenia patients describe in online 

patient stories. First, we explore how patients with schizophrenia describe their health-related 

quality of life and outcomes of care in online patient stories. Subsequently, we analyse which 

overlap and/or gaps exist between the outcomes mentioned in online patient stories and the 

outcomes recommended in the ICHOM-set. 
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2. Research methods 

 

This study was designed as a cross-sectional comparative analysis, in which the outcomes that 

schizophrenia patients described in their online patient stories were compared with the 

outcomes recommended in the ICHOM-set for schizophrenia. 

 

2.1 Data sources 

Online patient stories were included when written by adults with schizophrenia or when 

narrated by patients and transcribed by others (e.g., mental health staff). Stories not written in 

English or not told from the patient’s perspective (e.g., by relatives) were excluded. 

Nationality was not a criterion. Patient stories were retrieved via Google using search terms 

such as “schizophrenia patient blog,” “living with schizophrenia,” and “my experience with 

schizophrenia.” Only publicly accessible sources requiring no login or interaction were used. 

Data were collected between February and May 2025, and URLs were recorded for 

traceability. 

 

Outcome measures for psychotic disorders were obtained from the ICHOM website, including 

the Data Dictionary [3]. According to McKenzie et al. [6], nine measures are grouped into 

four domains:  

1. Symptoms: Patient Health Questionnaire-9 (PHQ-9), Modified Colorado Symptom 

Index (MCSI), Altman Self-Rating Mania Scale (ASRM) and Patient-Reported 

Outcomes Measurement Information System – Sleep Disturbance (PROMIS-Sleep). 

2. Recovery: Recovering Quality of Life Questionnaire (REQOL-20),  

3. Functioning: World Health Organization Disability Assessment Schedule 2.0 

(WHODAS-20), KIDSCREEN-10 and Patient Health Questionnaire-15 (PHQ-15). 

4. Treatment: Glasgow Antipsychotic Side-Effect Scale (GASS).  

ASRM was excluded because it only applies to bipolar disorder. 

 

All these measures are based on reports that come directly from the patients and therefore 

qualify as a PROM.   

 

2.2 Text analysis  
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Patient stories were analysed qualitatively in ATLAS.ti through open and axial coding. Data 

saturation was reached after 28 stories. The codebook resulting from the text analysis was 

then systematically applied to the PROM items and definitions from the ICHOM data 

dictionary. If no existing code could be assigned to an item in the PROM, additional codes 

were generated.  

 

 

2.3 Ethics statement 

This study used publicly available online patient stories. If contact information of the patient 

was available, they were contacted for informed consent and permission to use direct quotes. 

If explicit permission was granted, quotes were used. If permission to quote was denied, the 

stories were still included in the overall thematic analysis, but without quotations. In cases of 

no response or no contact information, the stories were also included in the analysis and 

quoted as ‘anonymous patient number x’. The study did not require formal ethical approval 

under Dutch regulations. 
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3. Results 

 

3.1 How do patients with schizophrenia describe their health-related quality of life and 

outcomes of care in online patient stories? 

A total of 28 patient stories written or narrated by patients with schizophrenia were analysed. 

This resulted in 135 individual codes, which were grouped into a wide range of eight 

overarching subthemes, see Appendix 1. 

 

1. Symptoms  

Patients most frequently discussed symptoms, describing symptoms such as hallucinations 

and delusions. These experiences often dominate their narratives and profoundly affect their 

sense of stability. As Misty [13] explains, “My main symptoms of schizophrenia were 

depression, hearing voices and having delusions.”  

 

2. Coping & Self-development 

A second major theme concerns coping and self-development, where patients describe the 

ongoing effort to manage their condition through routines, self-management strategies, 

acceptance and personal growth. One patient states: "Living with schizophrenia is not about 

erasing the illness, but about weaving resilience, acceptance, and growth into everyday life." 

(Anonymous patient 1). Many emphasize the continuous process of learning to live with the 

illness.  

 

3. Functioning & Daily life 

Schizophrenia also significantly influences functioning and daily life, particularly in relation 

to work, education, and the ability to maintain everyday routines. Some patients describe 

meaningful engagement in work or study, while others recount how symptoms disrupt these 

activities. Stuart Baker-Brown [14] reflects on this impact: “As the weeks passed and pressure 

took its toll, I had to take time off work.” 

 

4. Social relationships & Support 

The theme of social relationships and support highlights the importance of interpersonal 

connections. Family, friends and peers often play a crucial role in emotional and practical 

support, though social interaction can also be exhausting or challenging.  
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5. Treatment & Recovery 

Patients also describe varied experiences with treatment and recovery, including diagnosis, 

medication, therapy, and the broader recovery process. For some, receiving a diagnosis brings 

clarity and relief. Others describe misdiagnoses, side effects, or difficulties engaging with 

treatment. 

 

6. Stigma & Social identity 

A prominent theme across the stories is stigma and social identity. Patients frequently report 

facing stereotypes, discrimination, and misunderstanding, which shape both how others 

perceive them and how they perceive themselves. A patient reflects on this fear-based stigma: 

“People hear the word schizophrenia and immediately think you are dangerous, 

unpredictable, or violent, even though that is not who I am.” (Anonymous patient 2) 

 

7. Trauma & Emotional experience 

In addition, many narratives include trauma and emotional experiences, ranging from past 

traumatic events to emotional suffering linked to the illness itself. Feelings of fear, guilt, 

sadness, and distress are common. A patient describes coping with overwhelming emotions: 

"My trauma is not only from what happened before, but also from the daily battles with my 

illness." (Anonymous patient 3) 

 

8. Side effects 

Finally, patients discuss side effects of medication and treatment, including weight changes, 

fatigue, and metabolic issues. These physical consequences can significantly affect quality of 

life. As Greg Ralls [15] writes, “It seems to reduce the symptoms but also resulted in 

metabolic syndrome, insulin resistance, and type 2 diabetes.” 

 

3.2 Which overlap and/or gaps exist between the outcomes mentioned in online patient 

stories and the outcomes recommended in the ICHOM-set for schizophrenia? 

The ICHOM-set identifies four key outcome domains: symptoms, recovery, functioning and 

treatment. The difference between these domains is not clear-cut. For example, both the 

PROM in the domain symptoms as well as the one in the domain recovery ask how often the 

patient felt lonely. Eight validated PROMs are used to assess the most important patient 

experience components. See Appendix 2 for an overview of the outcomes identified in the 
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PROMs. Table 1 shows the codes in the PROMs compared to those identified in the patient 

stories and those identified in the PROMs. 

 

For a detailed overview of which codes derived from the patient stories were mapped to 

which PROM codes, Appendix 3 column H (‘codes’) provides this information.  

 

Table 1: A comparison of codes in patient stories and in PROMs 
 

PROMs  

PHQ-9 1. Codes matching: 

• (not) able to function in normal life 

• depression / mood changes 

• difficulty with speaking 

• eating (problems) / gaining weight / losing weight 

• feeling guilty 

• feeling low 

• hopeless 

• no energy  

• problems concentrating 

• sleeping (problems) 

• suicidal 

 

2. Codes in PROM but not in patient stories: 

• Symptom OTHER: Little pleasure in doing things 

 

MCSI 1. Codes matching: 

• (not) be alone 

• being scared 

• confusion 

• could not focus 

• decision making (difficulties) 

• delusions 

• depression / mood changes 

• hallucinations 

• hearing voices 

• paranoia 

• problems concentrating 

• seeing things 

• suicidal 

• weird / different behaviour 

• worrying 

 

2. Codes in PROM but not in patient stories: 

• Symptoms OTHER: not fitting in, hurting someone else 

 

PROMIS-Sleep 1. Codes matching: 

• no energy  

• sleeping (problems) 
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ReQoL-20 1. Codes matching: 

• (not) able to function in normal life 

• (not) be alone 

• (not) feeling confident 

• anxiety 

• being happy 

• being scared 

• coping with illness 

• doing things I enjoy 

• no control 

• not being able to do things 

• not wanting to do things  

• positive future 

• problems concentrating 

• recovery 

• sleeping (problems) 

• suicidal 

• trust issues 

 

2. Codes in PROM but not in patient stories: 

• Functioning & daily life OTHER: avoiding things, being calm 

• Symptoms OTHER: feeling irritated 

• Trauma & emotional experience OTHER: feeling like a failure 

 

WHODAS 2.0 1. Codes matching: 

• (not) able to function in normal life 

• (not) socialising 

• community activities  

• decline cognitive function 

• emotional pain 

• friendships 

• going outside 

• not able to work 

• not being able to do things 

• physical activity 

• problems concentrating 

• taking drugs 

• work / getting a job 

 

2. Codes in PROM but not in patient stories: 

• Functioning & daily life OTHER: washing body, getting dressed 

• Coping & self-development OTHER: learning a new task 

 

 

KIDSCREEN-10 1. Codes matching: 

• (not) able to function in normal life 

• (not) be alone 

• doing things I enjoy 

• education 

• family relations 

• friendships 

• no energy  
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• problems concentrating 

• quality of life 

• sad / crying 

 

2. Codes in PROM but not in patient stories: 

• Functioning & daily life OTHER: have enough time for yourself 

 

PHQ-15 1. Codes matching: 

• black out 

• heart pounding 

• no energy 

• physical illness 

• sleeping (problems) 

• tiredness 

 

GASS 1. Codes matching: 

• black out 

• eating (problems) / gaining weight / losing weight 

• medications 

• sleeping (problems) 

 

2. Codes in PROM but not in patient stories:  

• Side effects OTHER (tense muscles, shaky arms and legs, restless 

legs, drooling, slower movements, uncontrollable movements, 

blurry vision, dry mouth, difficulty passing urine, vomiting, 

opening bowels, wetting the bed, very thirsty, pain with nipples, 

problems with sex, change in period) 

 

3. Codes in patient stories but missing in all PROMs of the ICHOM-set 

 

Symptoms: angry, burnout, catatonic, finding myself in darkness, freezing, having stress, 

hysterical, irrational thoughts, isolation, losing motivation, neglecting self-care, overwhelmed, 

panic (attack), pass out, psychotic, screaming, smelling things 

Coping & self-development: (creating) awareness, (no) insight in illness, (not) telling family, 

acceptance of illness, aspiration, be aware of triggers, being positive, denial, developing yourself, 

distract yourself, hope, independent, keeping routine, making meaning of illness, not talking about 

illness, pretending to feel good, religion, self-compassion, self-management 

Functioning & daily life: financial problems, getting back into society, homelessness, life 

disruption, moving / want to move, not getting up / out of house, staying in bed  

Social relationships & support: being understood, bad home situation, community support, in 

contact with / helping other patients, relationships, support doctors, support from friends / family 

Treatment & recovery: diagnosis, injections, lack of care, mindfulness, misdiagnosis, non-

compliance, shared decision making, therapy, treatment 

Stigma & social identity: being ashamed, being misunderstood, discrimination, inequity, 

misconception, negative self-identity, not one size fits all, stigma / stereotypes 

Trauma & emotional experience: assaulted, bad home situation, being bullied, criminality, hard to 

talk about illness, ignoring symptoms, schizophrenia in family, self-loathing, self-worth, traumas 

Side effects: diabetes, high cholesterol, metabolic syndrome, tooth problems, twitching 

 

 

Table 1 demonstrates that many definitions of the PROMs match with the codes generated 

from the patient stories, particularly in the areas relating to Symptoms, Functioning & daily 
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Life and Treatment & recovery.  However, several issues raised by patients are not captured in 

any of the PROMs. PROMs do not go into depth about insight in illness and self-

management, even though patients frequently emphasize this when discussing how to cope 

with schizophrenia. PROMs hardly capture the issues related to the stigma and social identity, 

which is prominently discussed in the patient stories. Similarly, social relationships and 

support, as well as trauma and emotional experience receive less emphasis, despite being a 

common theme in patients' stories.  
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4. Conclusion and discussion 

 

4.1 Main findings 

The aim of this study was to explore the usage of online patient stories to evaluate the 

patient‑relevance of the ICHOM‑set for schizophrenia. The analysis shows that schizophrenia 

affects multiple areas of life. Beyond symptoms, patients emphasise coping strategies, 

personal development, routines, social relationships, family support, stigma and social 

identity as key factors shaping daily life and recovery. There is overlap between PROMs and 

patient stories, but patients often highlight coping, growth, social support and stigma. ICHOM 

does not capture these concepts. The concepts were not prioritized by the service users who 

participated in the construction of the ICHOM-set, which is aimed to serve as a core outcome 

set. For this core set, service users particularly valued “positive and negative symptoms, 

physical health, medication side effects, personal recovery, and prevention of relapse” [7, p. 

251]. However, McKenzie et al. [7] point to the low number of service users in the ICHOM 

working group.   

 

Patient-reported outcomes cover a wide range of concepts varying from specific symptoms to 

health behaviours, satisfaction with treatment, and health-related quality of life [16]. Topics 

such as social support or stigma do not directly capture functioning, health status or health-

related quality of life and would therefore not fit in PROMs. Whether it would still make 

sense to broaden the schizophrenia standard set, depends on the purpose of measurement [17]. 

PROMs may support shared decision-making, monitor individual progress, evaluate quality of 

care or assess treatment effectiveness in research.  

 

4.3 Limitations & strengths 

Using inductive, qualitative methods to assess the patient relevance of outcomes 

recommended in the ICHOM-set is a key strength, as it reveals that several patient-relevant 

themes are underrepresented or missing. However, in future research, it may be useful to map 

the outcomes identified in both patient stories as well as in the ICHOM-set to a predefined 

conceptual model, e.g. the Wilson & Cleary model of health [18]. This would enable a more 

systematic comparison.  

 

A limitation of using online stories is the issue of representation: social media users tend to be 

younger [19], more educated [19,20] and more often female [21], while schizophrenia is more 
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prevalent among men [22]. Another limitation is the difficulty of verifying the accuracy of 

patient stories [23]. Additionally, relying on Google to collect stories may exclude patients 

who are less digitally active [11]. Finally, analyses of patient stories may miss rare or 

sensitive outcomes. Complementary methods such as interviews or surveys may be necessary 

[24]. 

 

In conclusion, this study shows that while the ICHOM standard set for schizophrenia 

effectively captures many clinically relevant and functional outcomes, it tends to fall short in 

addressing the broader psychosocial and experiential dimensions which are emphasized in 

online patient stories. These narratives offer valuable insight into how patients experience 

their health‑related quality of life. Incorporating such perspectives can help clinicians and 

researchers avoid missing essential patient‑relevant outcomes.  
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Appendices 

Appendix 1: Codebook generated from the analysis of the patient stories 
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Appendix 2: Coded ICHOM data-dictionary1 

 

                                                 
1 It is important to note that in some cases, the definition of the PROM could not be linked to a code that was 

generated out of the patient stories but did correspond with an overarching theme. These are indicated as ‘... 

OTHER’ and are grouped under the category ‘Codes not matching’ in Table 2. 
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Appendix 3: Comparison of codes used in the ICHOM data-dictionary and 

codes only used in patient stories 
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Highlights 

• Online patient stories were used to assess patient relevance of PROMs 

• Alignment was found for symptoms, functioning and treatment outcomes 

• Key patient priorities such as coping and social support were underrepresented 

• Stigma and social identity were present in patient stories but absent in PROMs 

• Considering these perspectives in PROM development or adaptation can help to 

ensure outcome measures reflect what matters to schizophrenic patients. 
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