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Abstract 

Background and Significance: Hemophilia is a life-long hemorrhagic disease characterized by 

a deficiency in coagulation factor VIII or IX. The recent development of novel therapeutic agents 

has helped to prolong the lifespan of patients. However, the unique challenges to mental health 

associated with this disease remain poorly understood and managed, especially in light of the 

increasing chronicity of disease. 

Purpose and Aim: The purpose of this Doctor of Nursing Practice (DNP) project was to provide 

the staff of a hemophilia center in Buffalo, New York with evidence-based recommendations for 

the screening and monitoring of depression and anxiety of hemophilia patients as well as mental 

health via an educational PowerPoint video presentation. The aim of this project was to increase 

knowledge and understanding among staff working in a hemophilia clinic regarding how to 

screen patients for depression and anxiety and how to refer patients for mental health counseling 

when warranted.   

Theoretical Framework: Parse’s Human Becoming Theory acted as the project theoretical 

framework.  

Methods and Design: An extensive review of evidence-based literature regarding screening 

tools used to assess mental health and quality of life in hemophilia patients was performed. 

Information collected from this systematic review was synthesized and guided the development 

of the educational PowerPoint video presentation. The presentation was content expert reviewed 

by the DNP Project Faculty Advisor and content experts at the project site prior to distribution. 

Results: The educational PowerPoint video presentation was distributed with project site 

permission via email to the staff working at the hemophilia clinic. 

Keywords: hemophilia, depression, anxiety 
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Hemophilia is an X-linked inherited coagulation factor deficiency (A – factor VIII; B – 

factor IX) that leads to a chronic bleeding disorder characterized by spontaneous bleeding into 

various parts of the body (Peters & Harris, 2018). Modern therapeutics, such as factor 

replacement, have increased life expectancy and decreased mortality and morbidity (Peters & 

Harris, 2018). Despite recent advances in treatment products, the cost and complexity of 

treatment often paradoxically causes complications resulting in greater severity of the disease, 

poorer quality of life and a shortened lifespan in some patients. As such, the chronicity of disease 

has led to an increase in the development of comorbid mental health disorders. Yet, few studies 

have addressed the negative long-term effect disease on the mental health of individuals living 

with hemophilia. 

Physical complications caused by hemophilia such as difficulty in controlling bleeding 

episodes, deterioration of joints, arthritic pain, and physical disability lead to loss of 

independence, difficulty with employment and inability to achieve educational goals (duTreil, 

2014). The culmination of these physical and social issues are potential sources of mental health 

deterioration in individuals with hemophilia. How comorbid depression and anxiety complicates 

disease management, patient outcomes, and quality of life remains unexplored. Further, whether 

treatment of these comorbid condition leads to improved outcomes (physical and psychosocial) 

remain outstanding questions in the field. Recommendations for proper assessment of the quality 

of life and mental health status of patients as well as guidelines for treatment of comorbid 

depression and anxiety are important standards that must be developed for the management of 

hemophilia patients.  
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Background & Significance 

Hemophilia is a life-long hemorrhagic disease caused by a deficiency in coagulation 

factor VIII or IX (Peters & Harris, 2018). Patients often report the disease causes significant 

disruption in their quality of life due to their high risk for bleeding and chronic pain (Guzman et 

al., 2017). Comprehensive management is complex and often necessitates coordination at a 

hemophilia treatment center to provide routine health maintenance and prophylactic treatment to 

reduce bleeding episodes, decrease other health risks associated with the underlying bleeding 

disorder, and psychosocial counseling. Despite current standard of care, patients with hemophilia 

may still develop serious life-threatening bleeding from unexpected trauma which must be 

managed acutely. Recent improvements in treatment have prolonged the life span in individuals 

with hemophilia, but it has not addressed the unique challenges to mental health associated with 

this disease. Although care for hemophilia has improved, individuals with this disease continue 

to have lower physical function than the general population in this country (Curtis et al., 2015).  

Mental health concerns such as depression and anxiety are more common in individuals with 

hemophilia, with prevalence rates similar to those with chronic illness than the general 

population (Curtis et al., 2015).   

The United States Preventative Task Force recommends regular mental health screening 

for the typical United States population (Beebe & Utley, 2018). Without regular screening, only 

half of those dealing with a mental health issue due to a chronic illness are diagnosed (Beebe & 

Utley, 2018).  Those with chronic illnesses, such as hemophilia, are at higher risk to develop 

depression and anxiety. Therefore, it is imperative to develop best practices for the screening and 

monitoring of common mental health disorders to provide truly comprehensive primary care and 

appropriate referral to specialty care at hemophilia centers.  
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Project Purpose, Aims, and Objectives 

Presently, little is known about the effects of comorbid mental health conditions on 

hemophilia prognosis, and no protocol exists for screening or management of these comorbid 

conditions despite a higher incidence of mental illness among those with chronic disease. A 

better understanding of the unique challenges faced by this subset of patients and the efficacy of 

current treatment modalities, will inform treatment optimization to address the shortcomings not 

addressed by current standards of practice. For instance, if mental health deterioration is 

associated with poor compliance with management of hemophilia, physicians and advanced 

practitioners may be able to better anticipate and prevent challenges facing the management of 

this subset of patients with hemophilia. The purpose of this Doctor of Nursing Practice (DNP) 

project was to provide evidence-based recommendations for depression and anxiety screening 

and mental health referral among hemophilia patients via an educational PowerPoint video 

presentation for staff consisting of nurses, physicians, and advanced practitioners, working in a 

hemophilia center in Buffalo, New York. The aim of this project was to increase knowledge and 

understanding regarding how to screen patients for depression and anxiety and how to refer 

patients for mental health counseling when warranted. Project objectives included 1) 

interviewing a study-coordinator at a hemophilia center in Buffalo, NY regarding current mental 

health screening and services offered at the center 2) proposing the development of an 

educational video to review evidence-based literature and make to make recommendations for 

the screening, monitoring and referral of patients for depression and anxiety 3) Obtain 

permission for use and dissemination of non-publically available tools/instruments 4) Content 

expert review by author’s dissertation committee and study-coordinator at hemophilia center 5) 

Perform systematic review of evidence-based literature pertaining to management of depression 
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and anxiety in hemophilia patients 6) Creation of education video 7) Distribution of the video via 

email with permission of study-coordinator to care staff (nursing, physicians, advanced 

practitioners).   

Theoretical Framework 

Rosemarie Rizzo Parse’s “Human Becoming Theory” focuses on the practice of nursing 

relevant to the quality of life of an individual as it is lived and described (Parse, 1999). The 

theory presents an alternative to conventional bio-medical approaches to patient care, instead 

rating quality of life from an individual’s own perspective as the goal of nursing practice (Parse, 

1999).  The theory makes the assumption that an individual is free choose meaning in a given 

situation. Further, the individual is responsible for the decisions made based upon those 

situations. This individual has a continuous and unitary pattern relation with multidimensional 

possibilities (Parse, 1999).  The becoming part of this theory assumes that it is a human-universe 

process where the human, living and health relationship is unitary. It puts the process of relating 

and transcending the possibilities in life as priorities (Parse, 1999).   

The “Human Becoming Theory” has three major points. The first is ‘meaning’ where an 

individual can freely decide on the personal meaning and placing value in living through 

situations and processes. The lived experience that is co-created with the environment that the 

individual is in is given meaning (Baumann, 2016). The second point is ‘rhythmicity’ where the 

individual and their environment together create a pattern of values, language and relations in 

harmony. The third point is ‘transcendence’ where there are multiple possibilities that constantly 

transform the limits the individual sets within their lives (Baumann, 2016).   

The three points also includes four postulates. The first postulate, ‘illimitability’, means 

that an individual has unlimited availability of knowing of experiencing a moment. The second 
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postulate, ‘paradox’, is where lived rhythms are the preferred patterns (Parse, 1999).  The third 

postulate is ‘freedom’ where the individual is able to choose any ways of being in the situation 

that they are in. The fourth postulate is ‘mystery’ where there are things in life that cannot be 

completely understood or explained (Parse, 1999).   

This theory defines the individual as an open being who is influenced by the environment 

and their state of health. This theory allows the provider to see health issue from the individual’s 

perspective.  It does not ask for the provider to fix the problem, but asks the provider to help the 

individual in improving their quality of life (Tapp & Lavoie, 2017).  Through viewing the health 

issue from the individual’s perspective, it allows the providers to guide individuals toward their 

health goals. This relationship co-creates changes in the health patterns of the individual (Tapp & 

Lavoie, 2017).  

The Human Becoming Theory applies to this project in that the hemophilia patients’ long 

term health outcome is influenced by their mental health and perception of their own state of 

health.  Identifying how comorbid depression and anxiety is associated with a patient’s quality of 

life will better inform providers when evaluating which treatments/recommendations will 

optimally improve a patient’s physical and psychosocial outcomes.  If the patient has depression 

and anxiety that has negative effect on their quality of life, applying the “Human Becoming 

Theory” may guide the patients in identifying aspects of the chronic illness that has affected their 

lives negatively. The findings can produce new knowledge and understanding of hemophilia 

patients’ experience as they struggle through difficult times. This is useful in the health care 

setting as it adds value to the effectiveness of the nursing-based theory. Like nursing, the theory 

takes into account the patient’s individual view point. For this DNP project, the theory was used 

as a framework to guide the creation of the educational PowerPoint video, focusing on how each 
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hemophilia patient can perceive their chronic disease differently – especially its effects on a 

patient’s quality of life and mental health. Since each individual’s experience will vary based on 

personal experience, this theory allows for space so each patient can address treatment options to 

improve or modify their own quality of life to their satisfaction and personalized goals. Applying 

this framework will educate providers on how to approach treatment of hemophilia patients with 

depression and anxiety, focusing on an individual’s unique quality of life measures. 

Review of Literature 

A review of nursing, mental health and hemophilia related literature was conducted 

exploring how depression and anxiety affects the quality of life of hemophilia patients using the 

following keywords both singularly and in multiple combinations: hemophilia, chronic illness, 

depression, anxiety, mental health, quality of life and treatment outcomes.  Databases searched, 

limited to the following years 2014 and 2019, included CINAHL, EMBASE, Medline, 

PsychINFO and Cochrane. The search was limited to the last five years to ensure that current 

evidence based literature was reviewed for the purpose of this project. Pertinent studies and 

findings from the review of the literature is presented as follows. 

A study conducted by Beebe and Utley examined the importance of mental health 

screening for depression and its relationship to chronic illness (Beebe & Utley, 2018). The 

authors assessed annual depression screening and its role among chronic pain and gender using 

the PHQ-9. The study utilized a descriptive design to determine the effectiveness of the 

screening and also its relationship between depression and chronic pain. A sample of adult 

patients equally distributed between men and women, aged 22 to 86 years was obtained were 

recruited for the study. Current depression diagnostic criterion was implemented through a self-

administered nine item questionnaire using the current depression diagnostic criterion. The 
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results revealed that 29 of the 102 patients screened positive for depression. Study limitations 

included that a nonrandomized sample from a specific rural primary care clinic was utilized, that 

subsamples were too small to draw any definitive conclusion, and that limited generalizability 

existed since the sample population was similar in demographics and comorbidities. Implications 

from this study demonstrates that mental health’s social stigma is still an issue and screening for 

mental health issues such as depression need to be more accepted in outpatient settings. 

Validated screening tools such as PHQ-9 may be useful in revealing previously undetected 

depressive symptoms (Beebe & Utley, 2018). 

Psychological interventions have scarcely been used by hemophilia patients despite their 

potential to promote quality of life, pain control and emotional well-being (Pinto et al., 2017).  A 

recent study evaluated the effectiveness of psychological interventions on promotion of quality 

of life, pain management and emotional regulation in a single center randomized control trial in 

Portugal. For this study, baseline, post-intervention, 3 months, 6 months and 12 months follow 

up assessment points were assessed.  Computer generated randomized interventions such as 

hypnosis or cognitive-behavioral therapy were administered to the patients by trained 

psychologists for four weekly sessions. Main outcomes showed improvement in quality of life 

related pain. Secondary outcomes showed improvement in clinical variables such as clotting 

factor and decrease in analgesic intake and psychological variables such as decrease in 

depression and anxiety.  The main limitation of this study was the use of a single center trial with 

Portuguese male only patients, thus limiting generalizability of potential findings (Pinto et al., 

2017).  Implications from this study show that psychological interventions are effective in 

improving quality of life, emotional well-being and pain management in patients dealing with 

hemophilia. 
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Curtis et al. conducted a study examining the impact of hemophilia on the quality of life 

among young men aged 18-34 years who received care in federally funded hemophilia treatment 

centers across the United States (Curtis et al., 2015). The study consisted of two prospective, 

longitudinal, and multicenter cohort studies with 141 participants (103 with hemophilia A and 38 

with hemophilia B) that also included educational achievement, employment status, insurance, 

health related quality of life, and prevalence of the following comorbidities: pain, range of 

motion limitation, overweight/obesity, and viral status. The outcome of this cohort study showed 

that national representation of young adults with hemophilia experienced significantly more 

health and social burdens than the average general US adult population. Nearly half of the young 

adults were overweight or obese. These study participants also had more severe joint damage, 

liver disease and joint pain. This cohort also had higher levels of comparable mental health 

scores and higher levels of health insurance. The findings indicate that more focus is warranted 

on the quality of life of young adults with hemophilia to determine the most effective 

interventions in improving physical and mental health.  A limitation of this study was potential 

sampling bias as the study population had a higher proportion of individuals with severe 

hemophilia A than reported by the Center for Disease Control and Prevention. The authors also 

had limited ability to accurately compare the study sample with the general US population due to 

the lack of published data in the specific age range (Curtis et al., 2015).  

A subsequent study assessed how health related acute events may affect the quality of life 

of hemophilia patients (Poon et al., 2014). This study used multivariate multilevel modeling in a 

longitudinal study to determine the health-related quality of life in hemophilia A.  The authors 

implemented a two-year observational cohort study on burden of illness for hemophilia A 

patients.  The modeling determined the effect of sociodemographic and clinical characteristics 
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along with time-varying factors such as bleeding frequency and emergency room visits as a way 

to assess health related quality of life.  The authors used health survey and inventory at baseline 

and then every 6 months. The results of this two year study revealed that missed work days and 

frequency in bleeding may affect the ability of hemophilia A patients to maintain productive 

lifestyles that ultimately will affect the health-related quality of life as well (Poon et al., 2014).  

A limitation of this study is measuring quality of life at fixed time points and not during an acute 

exacerbation episode.  Further studies are needed to measure health-related quality of life as 

close as possible to the time of these acute events (Poon et al., 2014).  By understanding how 

quality of life is influenced by both clinical and sociodemographic factors over a prolonged 

period can allow providers to modify management strategies and patient education to allow for 

better care for both individual patient and the disease-population (Poon et al., 2014).   

Generic and disease-specific patient-reported quality of life outcomes have rarely been 

used in comprehensive hemophilia care settings. A study conducted by Batt et al. assessed the 

construct validity of PRO instruments measuring functional impairment, pain and health-related 

quality of life in patients with hemophilia (Batt et al., 2015). A total of 381 patients with 

hemophilia enrolled and completed the 4 PRO instruments and underwent a musculoskeletal 

examination. The authors how pain and physical activities measures correlated with social, 

emotional and mental aspects of the quality of life. The results showed that a patient’s perceived 

quality of life is dependent on the individual’s symptoms and treatment plan goals. The PRO 

instrument has high construct validity with different levels of describing effects of hemophilia 

(Batt et al., 2017).  A limitation for this study is its limited relevance to the entire US hemophilia 

patient population because the study only enrolled adult males with the disease who has a history 
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of joint pain or bleeding.  It cannot accurately assess functional impairment and health-related 

quality of life in women with hemophilia and joint damage (Batt et al., 2017).   

Methodology 

Project Design 

The purpose of this Doctor of Nursing Practice (DNP) project was to provide evidence-based 

recommendations for depression and anxiety screening and mental health referral among 

hemophilia patients via an educational PowerPoint video presentation for staff consisting of 

nurses, physicians, and advanced practitioners, working in a hemophilia center in Buffalo, New 

York. The aim of this project was to increase knowledge and understanding regarding how to 

screen patients for depression and anxiety and how to refer patients for mental health counseling 

when warranted. A study-coordinator at a local hemophilia center in Buffalo, NY was 

interviewed about current mental health screening and services offered at the center. The 

development of an educational video was proposed to review evidence-based literature and make 

to make recommendations for the screening, monitoring and referral of patients for depression 

and anxiety. Senior author permission was obtained for use and dissemination of non-publically 

available tools/instruments. Content expert review by author’s DNP Project Faculty Advisor and 

study-coordinator at hemophilia center. A PowerPoint video presentation based on systematic 

review of evidence-based literature was completed and reviewed by the student’s DNP Project 

Faculty advisor and content experts at the project site. The presentation was distributed via email 

with permission of study-coordinator to care staff (nursing, physicians, advanced practitioners) 

to provide evidence-based information regarding best available screening/monitoring tools to 

assess for depression anxiety, quality of life needs in hemophilia patients, and referring patients 

for mental health care if warranted (Appendix D). 
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Patient Health Questionnaire 

Depression 

To assess for clinical depression, the educational video introduced the Patient 

Health Questionnaire (PHQ-9) to be self-administered by patients during a routine clinic visit 

(Appendix A). The PHQ-9 is a nine item self-report instrument targeting DSM-V criteria and 

symptomatology with a sensitivity of 88% and specificity of 88% for Major Depressive Disorder 

(Spitzer et al., 1999). Inter-rater reliability was determined by studies involving two patient 

populations reported Cronbach alphas of 0.86 and 0.89 (Kroenke et al., 2001). Criteria validity 

was previously validated based on 580 structured interviews and showing good diagnostic 

predictive value when instrument scoring was compared against diagnoses given by a mental 

health professional (Spitzer et al., 1999). 

Anxiety  

         To assess for generalized anxiety, the education video introduced a 7-item Generalized 

Anxiety Disorder scale (GAD-7) to be self-administered by patients during a routine clinic visit 

(Appendix B). Sensitivity and specificity for the instrument are 89% and 82% respectively 

(Spitzer et al., 2006). Inter-rater reliability was excellent with a Cronbach alpha of 0.92 and an 

intra-class correlation of 0.83.  Procedural validity was determined by comparison between self-

report scales and mental health professional administered scales, showing good procedural 

validity with an intra-class correlation of 0.83 (Spitzer et al., 2006).  

Quality of Life 

If patients who have completed the PHQ-9 and GAD-7 questionnaires screen positive, 

they will be prompted to complete a quality of life questionnaire to obtain more granular 

information on the specific domains of their life that are affected by their chronic disease. To 
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assess for quality of life, the educational video introduced the Hemophilia-Specific Quality of 

Life Index (Haem-a-Qol), a 46-item hemophilia-specific quality of life measurement for adults 

(Appendix C) originally developed and validated by the University of Hamburg and University 

of Milan at 10 Italian centers (Mackensen et al., 2017).  Haem-A-QoL domains include: physical 

health, feelings, view of yourself, sports & leisure, work & school, dealing with hemophilia, 

treatment, future, family planning, and partnership & sexuality (Mackensen et al., 2017). Inter-

rater reliability has been reported as Cronbach’s alpha ranging between 0.74-0.88 with high 

convergent and discriminant validity. This instrument has been translated to more than 30 

languages (Mackensen et al., 2017).  

Patients who have positive screens on the PHQ-9 and GAD-7 will require mental health 

referrals. Information obtained from the Haem-A-Qol will provide both the primary care 

provider and mental health provider with valuable insight regarding the specific domains of a 

patient’s life that can be targeted by therapy. Further, the Haem-A-Qol can be administered at 

regular intervals to monitor the efficacy of treatment by tracking improvement in quality of life. 

Protection of Human Rights/Ethical Consideration 

University at Buffalo Institutional Review Board approval was not indicated for this DNP 

project as this DNP project was designed as an educational presentation with recommendations 

for screening tools to be used in the future at the Hemophilia Center. One slide suggested that 

future on-site screening opportunities should include a pre-screening written consent form for the 

participants.  Otherwise, no patient data or personal information was identifiable for this project.  

DNP Essentials 

This DNP project addressed the following American Association of Colleges of Nursing 

Doctorate of Nursing Practice Essentials (AACN, 2006). Essential III Clinical Scholarship and 

http:0.74-0.88
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Analytical Methods for Evidence-Based Practice was met in this project by utilizing evidence-

based research to support the objectives and purpose of this paper. This capstone project also 

aimed to meet Essential VI Interprofessional Collaboration for Improving Patient and Population 

Outcomes through partnering with local hemophilia clinic to improve patients’ mental health.  

Another DNP essential that was addressed in this project is Essential VIII Advanced Nursing 

Practice where the education was provided through the doctorate program that was put into 

practice by completing this capstone project (AACN, 2006).  

APN Contributions to Scholarship and Practice 

Advanced practice nursing is a profession that advocates for positive patient outcomes 

and educates and supports an interdisciplinary team that ensures the best practice outcomes are 

achieved (American Nurses Association, 2019).  This DNP project contributes to scholarship and 

practice through providing current, evidence-based recommendations for the screening and 

monitoring of depression and anxiety in patients with Hemophilia. This project also proposes the 

novel use of disease-specific quality of life instruments in conjunction with depression/anxiety 

screening tools, providing a greater of degree of data granularity to identify disease-specific 

problem areas as well as providing an objective measure to monitor treatment progress. Together 

this scholarship, will allow providers a standardized means to approach the identification and 

management of comorbid mental health disorders in hemophilia patients in the primary care 

setting. 

Project Deliverables 

This project can act as a pilot study for future studies and research to determine the 

usefulness of mental health screening as part of clinic visits for hemophilia patients. This project 

may help to rectify gaps in practice relevant to mental health assessment and treatment that is not 
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part of the current guidelines for caring for patients with chronic illnesses such as hemophilia. 

Additionally, this project will increase staff education and awareness the need mental health 

assessment as part of the interdisciplinary treatment for hemophilia. 

DNP Outcomes 

The DNP outcomes of this project include policy development and implementation of 

evidence-based practice to achieve improved quality of care. Interprofessional collaboration was 

also utilized in order to empower clinic staff with education and advocacy for patient’s mental 

health as part of their outpatient treatment plan. While this project was unable to be implemented 

in-person, its plans can be utilized for future projects and research opportunities.  

Future Implications and Recommendations 

Presently, little is known about how hemophilia and comorbid mental health disorders 

influence the disease progression and treatment outcome of one another. Future 

recommendations based on this project include further integrating depression/anxiety screening 

data to better estimate mental health disorder prevalence and incidence in patients with 

hemophilia at specific centers. Understanding the local prevalence at specific centers may better 

inform whether a center should expand its in-house mental health services or should begin 

expanding its external referral service, especially in light of the national shortage of licensed 

mental health providers. It is also presently unknown how depression and anxiety specifically 

affect the quality of life of hemophilia patients. Future studies can use the Haem-A-Qol data 

collected to retrospectively identify whether changes to quality of life domains occur in a 

predictable manner in patients with hemophilia. The results of these studies may inform the 

development of hemophilia-specific depression or anxiety behavioral treatments.  
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Conclusion 

Hemophilia is a chronic disease caused by X-linked inherited coagulation factor 

deficiency (A or B) that is characterized by spontaneous bleeding into various parts of the body 

(Peters & Harris, 2018). Physical and social complications increase the potential for mental 

health deterioration individuals with hemophilia. Those with chronic illnesses such as 

hemophilia are at higher risk to develop depression and anxiety. Educating providers on how 

mental health and quality of life in hemophilia can be assessed and monitored in the primary care 

setting may enable greater identification of previously undiagnosed mental health disorders that 

are prevalent in this patient. Given the interrelatedness of mental health, quality of life, and 

treatment outcome in chronic diseases, better identification, monitoring and specific-treatment of 

comorbid mental health conditions may lead to improvement in both overall quality of life and 

control of disease complications in patients with hemophilia. A better understanding of the 

unique challenges faced by this subset of patients and the efficacy of current treatment 

modalities, will inform treatment optimization to address the shortcomings not addressed by 

current standards of practice.   
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PATIENT HEAL TH QUESTIONNAIRE (PHQ-9) 

NAME: ________________________ _ 

Over the last 2 weeks, how often have you been 

both db ere y any o e o owing pro f th f II bl ? ems. 

(use v• to indic:ate yo11 answer) Not at all 

1. Little interest or pleasure in doing things 0 

2. Feeling down, depressed, or hopeless 0 

3. Trouble falling or staying asleep, or sleeping too much 
0 

4. Feeling tired or having little energy 0 

6. Poor appetite or overeating 0 

&. Feeling bad about yourself-or that you are a failure or 0 
have I et yourself or your family down 

7. Trouble concentrating on things, such as reading the 0 
newspaper or watching television 

B. Moving or speaking so slowly that other people could 

have noticed. Or the opposite - being so figety or 
0 

restless that you have been moving around a lot more 

than usual 

9. Thoughts that you would be better off dead, or of 
0 

hurting yourself 

add columns 

(Heallhc:are p-ofessiona!: For interpretation of TOTAL, 
please refer to accompanying scoring c:ard). 

1 D. If you checked off any prob/ams, how difficult 

have these problems made it for you to do 

your work, take care of things at home, or get 

along with other people? 

TOTAL: 

DATE_· ________ _ 

Several More than 
half the 

days 
days 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

+ 

Not difficult at all 

Somewhat difficult 

Very difficult 

Extremely difficult 

Nearly 
every day 

3 

I 

3 

3 

I 

3 

I 

3 

3 

3 

3 

I 

3 

+ 

Copyright C 1999 Plizer Ille. All rights reserved. Reproduced with pennission. PRIME-MDC is a trademark of Pflzer Ille. 

A2663B 10-04-2005 
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Appendices 

Appendix A 

*This form is open and accessible to the public 

PHQ-9 Questionnaire Form 



Over the last 2 weeks. how often have you Not Several 
More than 

Nearly half the been bothered by the following problems? at all days 
days 

every day 

(Use • II"" to indicate your answer) 

1. Feeling nervous, anxious or on edge 0 1 2 3 

2. Not being able to stop or control worrying 0 1 2 3 

3. Worrying too much about different things 0 2 3 

4. Trouble relaxing 0 1 2 3 

5. Being so restless that it is hard to sit still 0 1 2 3 

6. Becoming easily annoyed or irritable 0 1 2 3 

7. Feeling afraid as if something awful 0 1 2 3 
might happen 

(For office coding: Total Score T_ = _ + + _) -
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Appendix B 

*This form is open and accessible to the public 

GAD-7 Form 



Request to use Hem-A-Qol Questionnaire in Study 1nbox x 

Jiao Jiao Zhang <jiao;iao@buffalo.edu> 

to s.mackensen • 

Dear Dr.rer.biol.hum. Sylvia von Mackensen, 

Wed, Mar 4, 8:59 PM * ... 

My name is Jiao Jiao Zhang. I am a doctorate of nursing practice student at the University ol Buffalo in New York State. I am doing my dissertation on how mental health affects 
the quality of life for hemophilia adults here in Western New York. As part of my dissertation research, I was hoping to use the Haem-A•Ool that you developed as an instrument to 
aSS8Ss whether treatment or co-motbid mental health disorde<s correlated with improved quaUty or life In our patients in Westem New York. I was wondering ~ you would be 
willing to grant me permission to access and use your Haem•A-Ool questionnaire as part of my study. I would be happy lo provide any additional lnfonnalion. Thank you so much 
for your timel 

Sincerely, 

Jiao Jiao Zhang. RN, BSN 
Doctorate of Nursing Practice Student 

University of Buffalo 

c .. 1.,;,. u .............. .,. .. .,. e ""'-.-1, .. ..,.,.,.r.i,,,.,1, .. ,.,.Lh•m.h.••" .rt.a v i• u l,a Aa 

Sylvia v. Mackensen s mackensen@yke.uni-hemburg.de rl§. uke.de 
tome• 

Dear Jiao J,ao Zhang, 

please find attached the Haem-A-Ool which you can use in your dissertation. 

Please make sure to cite the queslionnal,e eorreetly. The original 1>Ubicalion was: 

cJP Mar 5, 20i0, 3; 19 AM • ... 

von Maekensen S, Gringerl A. Quality of Ille In hemophilia. In: Preedy VR, Watson RR eds. Handbook of Disease Burdens and Quality of Life Measures. New Yor1<, NY: 
Sprlnger, 2010: 1895-920. 

Besl reganls 

Syt,,;a von Maekensen 

PO Ck Sylvia von Maekensen 
Senior Sdentlst 

II 
Unlvorsititsklinlkum Hamburg-Eppendorf I University Modic.al Centre Hamburg~Eppondorf 

lnslitut und Poliklinil< fur Medizinische Psychofogle I Department of Medical Psychology 
Martinlstralle S2, W26 I 0-20246 Hamburg t Germany 
Tel.: •49 (0) 172 / 68 22 7S9 
Fax: •49 (OJ 40 / 74 10 • S 81 70 
Mail: s.mackensen@uke.unt-hamburg~ 
Web: WWW Uke-de 

~ 
~ 
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Appendix C 

Hemophilia Quality of Life Questionnaire for Adults Form 

*Permission to Use Questionnaire from Author 
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HAEM-A- QOL 
Questionnaire  for  Adults  

Dear  Patient,  

We would like to find out how you have been feeling during the past weeks. Please 

answer the following questions in this questionnaire, which was designed specifically 

for people with hemophilia.  

Please follow the instructions below when answering the questions: 

 Please read each question carefully. 

 Think about how things have been for you over the past weeks. 

 Put an “X” in the box corresponding to the answer that fits you best.  

 Only mark one box for each question.  

 There are no right or wrong answers.  

 It’s what you think that matters. 

 There are some aspects that might not concern you (Sports & Leisure, 

Family Planning, Work & School, e.g., if you don’t work or don’t go to 

school). In such a case, please mark the answer category “not applicable.” 

All your answers will be treated with the strictest confidence! 

Date of completion: __ / __ / __ (month/ day/ year) 



1. Here we would like to find out about hemophilia and your  
PHYSICAL HEALTH 

In the past 4 weeks... never rarely sometimes often all the time 

1. ... my swellings hurt     

2. ... I had pain in my joints     

3. ... it was painful for me to 
    

move 

4. ... I had difficulty walking as 
    

far as I wanted to 

5. … I needed more time to get 
ready because of my     
condition 

2. and now about how you have been FEELING because of your hemophilia  

In the past 4 weeks... never rarely sometimes often all the time 

1. ... my hemophilia was a 
    burden for me 

2. ... my hemophilia made me 
    

angry 

3. ... I was worried because of 
    

my hemophilia 

4. ... I felt excluded      
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3. How does hemophilia affect your VIEW OF YOURSELF? 

In the past 4 weeks... never rarely sometimes often all the time 

1. ... I envied healthy people my 
    

age 

2. ... I felt comfortable with my 
    

body 

3. ... hemophilia made my life 
    

more difficult 

4. ... I felt different from others 
    

because of my hemophilia 

5. … I was able not to think all 
the time about my     
hemophilia 

4. These questions are about SPORTS AND LEISURE 

In the past 4 weeks... never rarely 

1. ... I had to avoid sports that I 

some-
times 

often 
all the 
time 

not 
applicable 

like because of my  
hemophilia 

   

2. 
... I had to avoid sports like 

 
football 

   

3. … I played sports just as 
 

much as others 
   

4. … I didn’t have the freedom to 
 

travel where I wanted 
   

  5. … it was necessary for me to 
 

plan everything in advance 
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5. These questions are about WORK AND SCHOOL 
some- all the not 

In the past 4 weeks... never rarely often 
times time applicable 

1. ... I was able to go to 
work/school regularly in      
spite of my hemophilia 

2. … I was able to work/study 
     

like healthy colleagues 

3. … my everyday work/school 
activities were jeopardized      
by my hemophilia 

4. ... I found it difficult to pay 
attention at work/school      
because I was in pain 

6. The next questions are about DEALING WITH HEMOPHILIA 

In the past 4 weeks... never rarely sometimes often all the time 

1. … I tried to recognize early on 
    

when a bleed developed 

2. ... I was able to tell whether or not I 
    

was bleeding 

3. … I was able to control my bleeds     
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 7.  and  what  about  your  TREATMENT? 

In the past 4 weeks... never rarely sometimes often all the time 

1. … I was dependent on the factor 
concentrate because of my     
hemophilia 

2. … I was dependent on physicians 
for the treatment of my     
hemophilia 

3. ... I was annoyed about the amount 
of time spent having the     
injections 

4. ... I felt the injections interrupted my 
    

daily activities 

5. … I was afraid of complications     

6. … I had problems with how my 
    

treatment was administered 

7. … I was afraid that in case of 
emergency, other doctors 

    
wouldn’t know how to treat 
hemophilia 

8. … I was satisfied with the 
    

hemophilia center 
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8. What do you think about the FUTURE? 

Recently... never rarely sometimes often all the time 

1. ... I have been thinking that it will 
be difficult for me to lead a     
normal life 

2. ... I have been expecting that 
things will get better in the     
future 

3. ... I have been worrying that my 
    

condition is worsening  

4. … my life plans have been 
    influenced by my hemophilia 

5. … I have been afraid that I will 
    

need a wheelchair 

9. The next questions are about hemophilia and your FAMILY PLANNING 
some- all of not 

Recently... never rarely often 
times the time applicable 

1. … I have had difficulties 
     

having children 

2. … I have been afraid that I 
     

cannot have children 

3. … I have been afraid that I will 
not be able to take care of      
my children 

4. … I worry about not being 
     

able to raise a family  
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10. What about PARTNERSHIP AND SEXUALITY? 

Recently... never rarely sometimes often all the time 

1. ... I have been finding it difficult to 
date because of my hemophilia 

2 ... I have been insecure in my 
intimate relationships because 
of my hemophilia 

3. … I haven't been able to have a 
normal relationship because of 
my hemophilia 































THANK YOU FOR YOUR ASSISTANCE! 
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Background and Significance 

Purpose and Objectives 
• The culmination of these physical and social issues are potential sources of mental health 

deterioration in individuals with hemophilia. 

• Recommendations for proper assessment of the quality of life and mental health status of 
patients as well as guidelines for treatment of comorbid depression and anxiety are important 
standards that must be developed for the management of hemophilia patients. 

• Mental health concerns such as depression and anxiety are more common in individuals with 
hemophilia, with prevalence rates similar to those with chronic illness than the general 
population. 

• Compare and contrast available screening tools so the most appropriate ones may be use to 
screen depression, anxiety and quality of life in hemophilia patients 

• Teach appropriate screening tools to be utilized during clinic visits 

• How to score each screening tools for unbiased results 

• Provide resources available in local areas for patients’ needs 

• It is imperative to use the best screening process to provide recommendations that may be 
utilized in hemophilia centers. 

3 4 

RECOMMENDATION OF MENTAL 

HEALTH SCREENING TOOLS 

FOR HEMOPHILIA PATIENTS: 

AN EDUCATIONAL 

PRESENTATION 

Jiao Jiao Zhang RN, DNP-c 

Spring, 2020 

Background and Significance 

• Hemophilia is an X-linked inherited coagulation factor deficiency (A – factor VIII; B – factor IX) that 
leads to a chronic bleeding disorder characterized by spontaneous bleeding into various parts of the 
body. 

• Modern management, such as factor replacement, has increased life expectancy, decreased 
mortality and morbidity. 

• Despite recent advances in treatment products, the cost and complexity of treatment often 
paradoxically causes complications resulting in greater severity of the disease, poorer quality of life 
and a shortened lifespan in some patients. 

• As such, the chronicity of disease has led to an increase in the development of comorbid mental 
health disorders. 

2 
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Appendix D 

PowerPoint Presentation Slides 
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Depression Assessments in Hemophilia Studies 

Multiple personality inventory 

Geriatric Depression Scale 

Zung 

PROMIS 

Beck 

PHQ-9 

SF-36/SF-12 

EQ-5D-5L 

HADS 

0 5 10 15 20 25 

5 

0 5 10 15 20 25 

HADS 

EQ-5D-5L 

SF-36/SF-12 

GAD-7 

STAI 

PROMIS 

Anxiety Assessments in Hemophilia Studies 

QoL Assessments in Hemophilia Studies 

Hemophilia Well-being Index 

Haemo-qol-a 

Hemofilia-QoL 

Haem-a-qol 

PEDsQL_YA 

WHOQOL-old 

WHOWOL-BREF 

SF-36/SF-12 • 0–4  
• 5–9  
• 10–14 

EQ-5D-5L 

IMPACT QoL II • 15–19 
• 20 or greater 0 5 10 15 20 25 30 35 

PHQ-9 

• Patient Health Questionnaire (PHQ) is self-

administered 

• 9 item depression module from the full PHQ 

• Score can range from 0 to 27, since each of the 

9 items can be scored from 0 (not at all) to 3 

(nearly every day) 

• PHQ-9 score was divided into the following 

categories of increasing severity: 

8 
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