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Pain management in bleeding disorders
care: perspectives of Canadian Social
Workers in Hemophilia Care

Jennifer King, Kara Fletcher, Susan M. Tupper, Kelsey Brose, Donna Goodridge

Background: Pain associated with bleeding disorders
has been demonstrated to have an impact on patients’
and families’ quality of life. Both acute and chronic
pain are common experiences and require attention
by professionals working in haemophilia treatment
centres (HTCs). The benefits of psychological pain
management strategies such as cognitive behaviour
therapy and self-management skills training are well
documented; however, it is not well understood how
Canadian social workers involved in haemophilia care
perceive and provide pain management support to
patients. Aims: To explore the current understanding
of pain management and practice as well as the
education needs of members of Canadian Social
Workers in Hemophilia Care (CSWHC). Method:
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Participants in a study involving members of Canadian Social
Workers in Hemophilia Care anticipate that improved knowledge
of pain and pain management will have a positive impact on their
practice within the multidisciplinary team, and increase their
capacity to advocate for people with bleeding disorders.

Twelve semi-structured qualitative interviews were
conducted with members of CSWHC. Transcribed
interviews were coded with NVivo software and
thematically analysed. Results: The four key themes
reflecting the experiences of social workers are:

1) Limited comprehension of key issues related

to pain; 2) Conditioning to push through pain;

3) Expanding pain knowledge to enhance practice;

4) How we practice social work and choose to step
in. Conclusion: The current practice of CSWHC
members aligns with literature in three main areas
including assessment, instrumental services, and
counselling. Social workers support the development
of pain education and practical resources for patients
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with haemophilia who experience pain. While formal
education, advocacy, and policy development of pain
assessment and management are recognised, these
areas require further research and development.

Keywords: psychosocial pain management, social
workers, bleeding disorders, Canada

dvances in recombinant factor replacement

therapy in haemophilia care have increased

life expectancy as well as quality of

life (Qol); however, bleeds and missed
treatments continue to influence acute and chronic
pain among people with haemophilia (PwH) 3. Due
to the nature of chronic pain and the impact it has
on Qol, social workers are uniquely situated to take
an active role in pain assessment, treatment, and
management*3. Current literature exposes gaps in the
use of validated pain and mental health assessment
tools, advocacy, and policy development in social
work practice ©,

Pain in bleeding disorders

Bleeding disorders are inherited and genetic conditions,
including haemophilia A, haemophilia B, von Willebrand
disease (VWD), and platelet function disorders. Patients
with these diagnoses are at increased risk for bleeding
into joints, muscles and internal organs, increasing the
probability of long-term tissue damage and chronic
pain 578 Acute pain can result from bleeds, typically
associated with swelling, heat and restricted movement,
as well as pain from medical procedures including
factor infusions ®89, Chronic pain experienced from
permanent joint impairment may arise from damage

to the synovial lining or surgical interventions such as
joint replacements or fusions 89, Endogenous pain
modulation regulated by the central nervous system
influences the pain experience %Y, The experience

of pain in bleeding disorder patients may be amplified
by impaired endogenous pain modulation 2. Pain

is a subjective experience including physical and
psychological factors, yet there is support to define
pain in purely psychological terms. Biro (2010), for
example, moves beyond the strict biological view

of pain and acknowledges that pain may exist in
psychological form without physical tissue damage
present 3 The biopsychosocial impacts of pain on QoL
include relationships %, work/school, housing, health
management 5, psychological concerns including
depression/anxiety, fatigue or stress 14161819 gand
finances (transportation/social services) 1415181,
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The Haemophilia Experiences, Results and
Opportunities (HERO) study included 675 adult PwH
from ten countries who reported a high prevalence
of comorbidities, including arthritis (49%), and
psychological concerns such as stress, fatigue,
depression/anxiety (47%), as well as chronic pain
(43%) either related or unrelated to haemophilia 2%. A
national study in the US of 764 PwH found that 59% of
participants rely on the haemophilia treatment centres
(HTCs) for pain management, while 39% of participants
indicated their pain was not well managed, suggesting
that pain is a pervasive issue in this population?!, These
studies demonstrate the need for HTC care providers to
be skilled in pain assessment and management to ensure
appropriate treatment and referrals. Many PwH can find
it challenging to distinguish between chronic pain and
what could plausibly be an acute bleed?Y, suggesting a
need for the professionals who work with them to assist
PwH in developing knowledge of pain experiences and
the language to describe them. Pain in PwH is widely
recognised, and HTC social workers have the potential to
provide support and skills to address these concerns.

Social work practice in haemophilia care and pain
management

The predominant effort of the Canadian Hemophilia
Society (CHS) has been to improve patient-centred
care and QoL while supporting the search for a
cure® The standard of practice for Canadian Social
Workers in Hemophilia Care (CSWHC) includes
psychosocial assessment, counselling/psychotherapy,
advocacy, education and resources (patient, family and
community), support and discharge planning 3.,

Current literature on the role of social work in
the management of chronic pain demonstrates
its impact on QoL and the needs for appropriate
intervention 24281 Social workers routinely conduct
psychosocial assessments in these areas and are well
situated to assess the impact of pain on QoL and
provide intervention services.

This paper explores the understanding and
application of the role of members of CSHWC in pain
management and the direction of future discipline-
specific pain education.

AIMS

As there is a need for PwH to receive adequate pain
management from the HTC, it was important to explore
the current understanding and practice of social work
in pain management. The aim of this study was to
determine the scope of pain knowledge and current
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practice in pain management among social workers in

CSWHC, guided by two research questions:

¢ What do social workers in CSWHC currently
understand about pain and bleeding disorder care
and their practice?

* What specific pain knowledge and training is
prioritised by social workers in CSWHC?

METHOD
The study was designed by a member of CSWHC
and supported by the interest of its membership.
A purposive sample was drawn from CSWHC
membership (15-20 active members), who have
specialised expertise in bleeding disorder care.
Participants were recruited during CSWHC's 2018
annual general meeting, where an invitation poster and
consent form were distributed, and via email. Twelve
social workers agreed to participate in the study.

Semi-structured interviews were conducted with
study participants to allow them to reflect on and
share their professional experience. An interview guide
(Appendix) was developed through discussion of the
research questions among the research team. The
guestions aimed to obtain an understanding of social
workers’ current knowledge and experience around
pain management. No pilot interviews were undertaken
due to time restraints.

Participants were invited to interview via email.
Interviews were conducted between September
2018 and February 2019 by a single interviewer (JK)
in a private home office via Zoom.us and recorded,
with participants’ consent, to a password-protected
computer. Field notes were kept during and after each
interview. The interviews were subsequently transcribed
by a research service at the University of Saskatchewan
and reviewed for accuracy.

Interview transcripts were emailed individually
to each participant for review and asked to confirm
consent for the transcript and to provide any further
comments to clarify their interview.

Ethics
The University of Saskatchewan Behavioral Ethics Board
granted an exemption for this study.

As members of CSWHC, participants were involved in
initial discussions about the research; however, they were
not involved in finalising the research or in developing the
interview questions. Participants signed and submitted
informed consent to the interview (JK) in person at the
2018 CSWHC annual general meeting, or via fax or email.
The consent form included the granting of permission to
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use quotes in publications. Participants received gift cards
an honorarium for their time. This was approved through
ethics and described in the consent form.

Data analysis

Funding to complete a scoping review and thematic
analysis of the interviews was secured through the CHS
and Novo Nordisk Psychosocial Research Grant in 2018.

NVivo software was used to manage and analyse data,
including the organisation and arrangement of codes and
themes. Field notes recorded during the interviews were
read prior to the analysis. Clarifying comments received
from participants following the receipt of interview
transcripts were not included in the analysis.

Data analysis was conducted using a thematic
approach. Four considerations were applied to the
analysis?-29: 1) inclusion of the entire data set in
the analysis using a rich thematic description 2729
2) inductive approach using a rich thematic
description ?7: 3) utilising a shared meaning in the
identification of themes #7-2!: 4) using an essentialist
approach to allow inference of theories or ideas from
within the data set .

Table 1. Participant demographic information (N=12)

Gender
Male

Female 5
No response

(€]

Age Range
20-29
30-39
40-49
50-59
60-69

No response

NI O N R N T

Educational preparation
BSW

MSW

Additional degrees

No response

N M NN

Years of practice
0-10

11-20

21-30

31-40

No response

N NN NN

Additional pain education
Yes
No
No response 2

O
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RESULTS

Interviews were conducted with 12 registered social
workers, representing five provinces across Canada,
with a range of age, education, and experience. The
demographic characteristics of the sample appear in
Table 1. All participants worked in an HTC at the time
of the interviews. Two indicated that they worked

in a combined adult and paediatric clinic, while five
indicated working in paediatric clinics. The other five
participants did not explicitly indicate the nature of the
clinic in which they worked; however, based on the
interviews, the research team inferred that they worked
within the adult population.

Four themes were identified in the analysis (see
Figure 1): 1) Limited comprehension of key issues
related to pain; 2) Conditioned to push through pain;
3) Expanding pain knowledge to enhance practice; 4)
How we practice social work and choose to step in.

1. Limited comprehension of key issues related to pain
This first theme emerged through the language social
workers used to describe and differentiate between what
they described as physical pain or emotional pain. The
way in which participants articulated acute and chronic
pain within bleeding disorders focused on tissue damage
associated with physical injury. They established the
connection of emotional pain with physical pain yet did
not discuss the bidirectional effects or the influence of
emotions on the pain experience. The development of
this theme explored how social workers comprehend
pain management, contributing to the analysis of both
research questions. Examination of language used by
participants provided the opportunity to explore gaps in
their pain knowledge. When considered with the third
theme, this helps to provide an understanding of the
education required.

While four participants identified bleeds as a cause
of pain, only one identified needles and procedures
as a source of pain. One participant showed some
uncertainty about how pain occurs from a bleed:

“A joint bleed as an example of that which can
result from trauma. Essentially blood, | believe,
being released into the joints causing much
pain.” (P001)

Also noted was the application of a pain intensity scale
to differentiate between acute or chronic pain:

“Chronic pain, in my opinion, is probably
something that's above a six or seven on a one
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to ten rating of scale, but it can be higher... |
see acute pain being the spike, so it goes from
let’s say a two to an eight back down to a two,
right?” (P002)

Few participants identified joint damage due to
recurrent bleeds, and there was no discussion of the
specifics of how this occurs. The language participants
used to describe chronic pain indicated a limited
comprehension of pain language, for example:

“Just the lack of relief from the pain. It's always
there.” (PO11)

Five participants went beyond physical pain and
discussed the emotional response and impact of
pain. Emotional pain was identified as a concern for
participants:

“Sometimes physical pain can also contribute to
an emotional, psychosocial pain that, you know,
once the physical pain has healed, there could
be that psychological pain.” (P010)

“The pain isn’t always physical, sometimes
there’s some emotional pain associated with this
as well.” (P0O11)

Strong emotional words were used to describe chronic
pain in bleeding disorder patients:

“[...] persistent, always there. Constant reminder
that | have an issue. Depressing, disappointing.”
(PO04)

Another participant articulated their lack of pain
understanding:

“I don't know that I've ever heard us define it, so,
therefore, I'm having trouble actually knowing if
that is the correct definition of it.” (PO08)

The social workers in our study also reported that
their time dedicated to bleeding disorders care is
limited, and that they cover other areas of the hospital
away from their specific disease expertise.

2. Conditioned to push through pain

One of the interview questions asked about what
messages participants hear about pain from society,
patients, health care providers or their own families.
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Many participants spoke to their own experience
growing up. One participant used the example of
sports activity:

‘I was an athlete, so pain was always something
that you — you suck it up.” (P002)

Specifically, the need to push through pain was
discussed by two participants:

“I think the other messaging within our family
was, you sort of need to push through it.” (PO05).

The perceived thoughts and attitudes of broader social
and health care professionals were addressed:

“I think for the hospital’s perspective we really
don't like to see people in pain, so we treat their
pain. | think that’s a North American, or Western
approach to pain, is that we want it to go away.”
(P007)

“As a North American society, we're kind of
dismissive of the impact of chronic pain and
how that impacts a person'’s sense of self and
just quality of life really.” (P012)

Participants used self-reflection during the interviews
and identified the need to challenge this thinking

when it comes to the messages they give to patients
experiencing pain. They considered how these messages
could impact how they relate to patients in pain through
empathy and through providing patients with new
messages on pain identification and management. This
change and its impact on patients was explored by PO05,
who described the approach to pain in their upbringing:

“You don't surrender to pain, you push through,
you keep going, you be tougher than it is. So,
you know, I've had to re-learn what | would say
to patients.” (PO05)

3. Expanding pain knowledge to enhance practice
Participants noted how learning opportunities in

pain management could benefit their patients,

impact their practice, and strengthen their role in

the multidisciplinary team (MDT). Learning about the
specifics of bleeding disorders and pain management,
and the development of resources for patient services,
was of utmost interest. However, participants wanted
to know whether this pain knowledge would transfer
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into other areas of hospital work, indicating the shared
role they have among other specialities and a desire to
make the most of educational opportunities.

A need for more specific information on diagnosis
was identified:

“to understand individually how the different
severities in haemophilia A, haemophilia B, how
that impacts each patient... really understanding
that myself so that that education can be
supported or provided in the patient.” (P001)

Knowledge of specific pain types within bleeding
disorders was deemed necessary to assist in discerning
potential outcomes and communicating these to
patients. One participant suggested:

“...some sort of in-service [training] or maybe
some recommended readings, or that sort of
thing, on what is pain in terms of haemophilia in
patients...what are the solutions or things that
will make it easier.” (PO09)

The impact pain education might have on the role
of social work within the multidisciplinary team was
similarly reported:

“If | had more knowledge around the whole
pain assessment piece, | would be able to
maybe assess or have input earlier on with the
diagnosis.” (P006)

“Right now, | usually leave it [pain] up to those
areas, those disciplines, but | think if | had
more knowledge, | would be more vocal and
more active in reinforcing, | guess, maybe the
treatment plans.” (P006)

Consideration was given to the type of pain education
that would be helpful:

“I think probably something that would give
me an overall guide about pain, what is it, how
medically it can be treated, what can we do

to assist or lessen pain, how we can teach our
patients to deal better with pain and our staff
actually as well.” (P004)

Participants indicated they would like to have strategies

and resources for their interactions with patients, which
would benefit both social workers and patients:
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“More written resource information to perhaps
give them, to expand their knowledge, and some
additional tools that they can use themselves to
help support themselves through that aspect of
their haemophilia.” (P005)

Participants were asked to identify the area of pain
knowledge that would be most helpful based on the
International Association for the Study of Pain (IASP)
Social Work Curriculum Outline . Of the four learning
categories suggested, the multidimensional nature of
pain was the most requested (8 participants), followed
by pain assessment and measurement (5 participants),
and management of pain (2 participants). The fourth
category, clinical conditions, was not identified as a
useful learning area by any participants.

Participants believed they would benefit from
specific pain education, but appeared to have difficulty
in saying that it was necessary or crucial, instead stating
it would "enhance” (P004), be “important” (PO01; POO3;
P005; PO0O7), they “would be interested” (P006), or it
would be "beneficial” (PO08; P012). One participant
stated specifically that social work requires involvement
with patient care “so that we can address that more
psychological [aspects], underlying pain” (P010); no
participants stated that this would not or should not be
part of their role.

Participants reflected on the positive impact that
pain education would have not only on patient care
but also on their own role within the MDT. They
anticipated how pain education could strengthen
their role in patient care, specifically knowing how
to talk about pain with patients and how to use the
language of pain to advocate for them. This would
also impact on their role in pain management in the
comprehensive care team.

4. How we practice social work and choose to step in
Consistencies in social work roles across Canada were
evident in the interviews. Participants did not hesitate
when describing the role of social work and most
agreed on the core aspects. Three capacities were
identified in their scope of practice: assessor, facilitator
of instrumental work, and counsellor/therapist. As
discussed in the introduction, these roles align closely
with those identified in a scoping review .
Participants were unfamiliar with available
assessments for pain, but maintain the routine use of
psychosocial assessment. They explained their roles
in terms of “completing a psychosocial assessment”,
“ensuring they have connections to appropriate
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community resources”, and “counselling around

any issues that might arise” (PO05). The instrumental
role also includes “medication coverage, sometimes
accommodation, transportation needs”, “systems
navigation, advocacy”, and “illness adjustment strategies
for coping, difficulties that someone might have in the
workplace, something that they might have at home, in
their relationship” (007).

Participants identified that social workers could be
more active in pain management. The instrumental role
was described as being “a good advocate for the family
to make sure that they're understanding and making
sure our team's doing appropriate education” (P008),
but this advocacy requires looking into the areas that
pain impacts.

“It's not just pain, it's the effect on their
[patients’] mental health that it has, it's the effect
on their activities of daily living, it’s the effect on
their ability to hold and maintain employment or
education... social work should play a larger role
in that.” (PO09)

Multidisciplinary or interdisciplinary teamwork were

referred to. Understanding the role of each member
in order to provide best practice in the team was the
central interest:

“I do have a different perspective and appreciate
the perspective of the many other team
members, so | think we end up complimenting
each other in terms of our practice with our
clients.” (P011)

Social workers anticipated future education to have
a positive impact on their practice within the MDT,
including their capacity for patient advocacy.

DISCUSSION

Social workers in CSWHC were interested in and open
to discussing the current position of pain knowledge
and considerations in prioritising education. Reflecting
on the research questions, we found in our thematic
analysis that the participants interviewed have a

limited comprehension of key issues related to pain.
Participants’ partial discussion of bleeds and causes of
muscle or joint pain, and their lack of identifying needles
or procedures as pain-producing also evidenced their
limited comprehension of pain in bleeding disorder care
and came as a surprise to the researchers. The language
used to describe acute or chronic pain and the use of
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pain rating scales indicated a requirement for further
education, including the relationship of physical and
emotional properties of pain.

Pain rating scales determine the subjective nature
of pain in the moment and provide assessment for
pain intensity and effect 5% but cannot determine
whether pain is chronic or acute. Pain scales and
assessment of psychosocial functioning are suggested
for the assessment of pain by professionals 242534,
Understanding the assessment of pain in acute and
chronic conditions is required for comprehensive care.
The disclosure by PO08 showing lack of knowledge
around pain definitions exposes a need to develop
education and pain literacy for social workers working
in bleeding disorders care. The literature supports this
call for further education in pain knowledge for social
workers 2331 Also required is general knowledge of
health reform and community health 3. Social workers
must go beyond patient advocacy and make a call to
universities and workplace management in order to fill
this gap and provide superior care.

The second finding of this research is that the
practice of social work in CSWHC aligns with the
literature noted in the introduction of pain-specific
interventions; these include assessment, instrumental
services, and counselling. Participants were unaware
of pain assessment tools and enquired about what
was available, although they conducted psychosocial
assessments and were clear on the necessity to apply
them in practice. They spoke to the instrumental
services and counselling services they can provide and
expressed a desire to engage in best practices for their
clients, also indicating a desire to learn. Participants also
used self-reflection and past educational experiences to
create changes in their pain beliefs to offer professional
care. Allowing time for self-reflection on the messages
we receive about pain and how these impact the care
of patients is an important exercise in professionalism.

Our third theme, expanding pain knowledge to
enhance practice, supported the need for further
education for social workers on validated pain
assessment tools and outcome measures. Participants
recognised this and were clear on the potential benefits
to their practice and their patients of education
specific to pain, although social workers may find it
challenging to advocate for their own educational
needs, in part because of limited time, resources, and
education funds. The IASP Curriculum Guideline for
Social Workers™ outlines several tools to support
pain intervention. Alongside this, further educational
outcomes could be identified through the findings of
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Theme 1, in which gaps in knowledge were determined
based on descriptions of pain and management of
pain management of pain in general and with bleeding
disorders care in particular.

While the results of this study were encouraging,
in that participants were knowledgeable about their
role, interested in further education, and open to self-
reflection, an unexpected finding arose: there was a
lack of use of specific pain terms for bleeding disorders
around joint or muscle bleeds, needle or procedural
pain, and surgery for joint fusion or replacements. Two
possible reasons for this are that social workers are not
involved in these types of concerns by team referrals,
or they have insufficient time to respond to these types
of issues due to shared time with other specialties.
Buckner et al. ®¥ recognised that patients identified a
need for further pain education among care providers; in
particular, education of non-pharmacologic treatments
among bleeding disorder providers is required in order to
meet the needs of persons with bleeding disorders.

Future research
Participants acknowledged that an insufficient amount
of education limited their understanding of pain in
their social work practice; however, they are keen
for this gap to be filled. This deficit of knowledge
fundamentally begins within educational curricula,
requiring further research on how targeted pain
education would directly impact social work practice
with individuals, families and societies, and the forward
development of advocacy and policy change. Research
and development of training programmes in universities
are necessary as the impact of pain is far-reaching in
QoL and seen in every area of health and social welfare.
The development of a specific pain course for
CSWHC members, with research examining the full
impact of such training on their professional work
within HTCs for patient and comprehensive care teames,
would be a next step for this particular project. This
would support further advocacy and development of
policy for social workers in pain management.

Strengths and limitations

CSWHC is a small group of social workers dedicated

to serving patients in many areas including bleeding
disorders. Using a qualitative study design enabled

the contribution of valuable information to further

the practice of social work. The small group allowed

the researchers to interview all those interested in
participating in the study, providing an opportunity to
reflect on their beliefs and assess the research questions.
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The sample for this study was drawn from a
specialised group of social workers who work a modest
full-time equivalency in their bleeding disorder role,
potentially impacting on how they responded to
questions specific to bleeding disorders. Due to the
specific nature of the study and the limited number of
participants, findings cannot be generalised to other
areas of social work practice.

CONCLUSION

The focus of this qualitative study using thematic
analysis was to understand the current understanding
of pain in bleeding disorder care among social workers
in CSWHC, and to explore the type of pain education
social workers would prioritise. Participants used

the interviews as a time for self-reflection, allowing
thoughtfulness towards how new pain education
might change their beliefs and impact on their day-to-
day practice. Social workers are looking for practical
resources, including assessment tools, to support their
instrumental work and elevate their contribution in
pain management. To this end, we encourage further
research and development of tools and knowledge to
assist social workers working within comprehensive
care teams.
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APPENDIX

Jennifer King
Final Interview Guide: SW knowledge of pain assessment and management in bleeding disorders
April 12/13, 2018

Current Practice:
1. Can you describe your work in bleeding disorders care?
2. Canyou tell me if, and how you believe pain affects the patients you see with bleeding disorders?
What role have you played in helping these individuals?
What are barriers to your work in caring for a patient with pain?

Current Understanding of Pain:

1. Describe some of the messages you hear about pain from...
Your family
Society
Medical professionals
Bleeding disorder patients

2. *What is acute pain in bleeding disorders?

3. *What is chronic pain in bleeding disorders?

Prioritized Learning:
1. What type of pain education would make an impact on your direct clinical practice?
2. From the following list which is the most important pain topic that would have a direct impact on your
practice? (From the IASP Curriculum Outline for Pain in Social Work)
Multidimensional Nature of Pain
Pain Assessment and Measurement
Management of Pain
Clinical Conditions
3. How do you respond to the following statement?
“Social workers who develop pain-specific knowledge are better able to assess and advocate for appropriate
care and employ evidence-informed interventions that contribute to the team management of pain and
related suffering” (IASP Curriculum Outline for Pain in Social Work).
4. How would pain education have an impact on the type of care you provide for patients?
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