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Physiotherapy Committee (EAHAD), Brussels, Introduction: In their Chronic Care Model, the World Health Organisation states that
Belgium. people with chronic disorders and their families should be informed about the expected

Email: david.stephensen@nhsnet course, potential complications, and effective strategies to prevent complications and
manage symptoms. Physiotherapists are a key professional group involved in the triage,
assessment and management of musculoskeletal conditions of persons with a bleeding
disorder (PWBD). Nevertheless, recent reports describe access to physiotherapy for
those with these conditions is only sometimes available.

Aim: Access to high quality individualised physiotherapy should be ensured for all
PWBD, including those with mild and moderate severities, male and female, people
with von Willebrand Disease (VWD) and other rare bleeding disorders. Physiotherapy
should be viewed as a basic requisite in their multidisciplinary care.

Methods/ results: Following a series of meetings with physiotherapists represent-

ing the European Association for Haemophilia and Allied Disorders (EAHAD) and

PWBD representing the European Haemophilia Consortium (EHC) and a review of
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1 | INTRODUCTION AND BACKGROUND

Bleeding disorders can cause abnormal bleeding. Severe haemophilia
is perhaps the most well-known inherited bleeding disorder and the
most common consequence is repeated bleeding into joints and mus-
cles. However, there are mild and moderate haemophilia patients,
male and female, persons with von Willebrand Disease (VWD) and
other rare bleeding disorders that also deal with the consequences
at a musculoskeletal level; all typified by a degenerative process of
irreversible changes to joint articular cartilage and other muscular
structures.!~3

Due to the complexity of this condition, the World Federation of
Haemophilia (WFH) guidelines on the care of persons with any bleed-
ing disorder (PWBD) recommend ready access to a range of ser-
vices provided by a multidisciplinary team of specialists.2 They state
that physiotherapy is important and should be provided to patients
throughout their lifespan. In Europe, both the European Association
for Haemophilia and Allied Disorders (EAHAD) and the European
Haemophilia Consortium (EHC) share the objective of physiotherapy
for all, as one of many mutual goals.®

The primary goal of physiotherapy is to develop, maintain and
restore people’s maximum movement and functional potential. Phys-
iotherapists help people maximise their quality of life, looking at phys-
ical, psychological, emotional and social wellbeing encompassing the
health spheres of promotion, prevention, treatment/intervention, and
rehabilitation. Clinical practice guidelines for physiotherapists work-
ing with PWBD have recently been developed by a Canadian working
group following standardised methodology including literature review,
and appraising and grading of evidence, that can be used to increase the
uniformity and quality of physiotherapy care provided to PWBD.*

Despite inclusion within international guidelines, a survey of thirty-
seven European countries by the EHC (2015)° and a scope of physio-
therapy practice survey of eighty physiotherapists from twenty-four
European countries by the EAHAD (2019)¢ reported access to phys-
iotherapy for persons with bleeding disorders was only sometimes
available. And where available, there was considerable heterogeneity
in access and clinical practice of physiotherapy care for persons with
haemophilia across Europe. This was more recently highlighted in a
peer review of United Kingdom haemophilia centres, which noted that
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publications in the field, eight core principles of physiotherapy care for persons with
a bleeding disorder have been co-produced by EAHAD and EHC.

Conclusion: These eight principles outline optimum standards of practice in order
to advocate personalised patient-centred care for physical health in which both

prevention and interventions include shared decision making, and supported self-

bleeding disorders, co-production, physiotherapy, prevention, shared decision making, supported

up to 60% of centres had insufficient or minimal physiotherapy services
for PWBD.”

Easy access to high quality individualised physiotherapy should
be ensured for all persons with bleeding disorders. This should be
optimised by viewing physiotherapy as a basic requisite in a multi-
disciplinary care approach. Close collaboration with other healthcare
specialists then helps ensure a high standard clinical practice in
physiotherapy, as well as relevant education and competency of phys-
iotherapists. Interventions focused on Shared decision-making and
supported self-management of physical health, as well as prevention of
the musculoskeletal consequences associated with bleeding disorders,
underpins these principles. The aim of this report is to develop prin-
ciples that outline and clarify the optimum standard of physiotherapy
services and practices for all European PWBD.

2 | METHODS

This report is the result of an initiative of healthcare professionals and
persons representing the EAHAD and the EHC. The team involved in
the development of this document included: two physiotherapists rep-
resenting the EAHAD physiotherapy committee, one EAHAD physio-
therapy coordinator and two physiotherapists representing the EHC
(one as physiotherapist and person with a bleeding disorder, one as a
member of the EHC Medical Advisory Board) and three further per-
sons with a bleeding disorder. Eight European countries were repre-
sented in the team. A series of four meetings with the team helped
develop the aims and objectives of this document, leading to the devel-
opment and agreement of eight principles through round table dis-
cussion and debate. The document was then shared with four addi-
tional EAHAD physiotherapy committee and 18 network co-ordinators
and EHC leadership; further refinements were made to the document
based on their feedback.

3 | RESULTS AND DISCUSSION

Following a series of multidisciplinary meetings with European physio-

therapists in bleeding disorders care, persons with a bleeding disorder
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TABLE 1 European principles of care for physiotherapy provision
in bleeding disorders

Access and service provision

1 Physiotherapists should practise in partnership with other
health professionals to manage and provide services to
persons with bleeding disorders.

2 Access to physiotherapy should be provided to all individuals

with a bleeding disorder.

3 Persons with a bleeding disorders should be able to self-refer
to a physiotherapist.

Assessment and treatment

4 Persons with a bleeding disorder should be offered assessment

and treatment of their musculoskeletal condition and
personal needs built on a shared decision-making approach.

5 Persons presenting with a bleeding disorder should be offered
supported self-management as part of the management plan
to recognise and develop their capability to manage their
own health and take responsibilities for their wellbeing.

6 Physiotherapy assessment and care should be clearly and
accurately recorded and shared between relevant members
of Haemophilia Treatment Centre care teams and the person
with the bleeding disorder.

7 All aspects of the physiotherapy process can be delivered in a
diverse range of settings.
Education and continuing professional development

8 Physiotherapists should maintain continuous up-to-date
learning and professional development relevant to bleeding
disorders.

and a review of publications in the field, eight core principles of phys-
iotherapy care for persons with a bleeding disorder, listed in Table 1,
were co-produced across three themes: access and service provision,
assessment and treatment, and education and continuing professional

development. They are presented and discussed per statement.

3.1 | Physiotherapists should practise in
partnership with other health professionals to
manage and provide multidisciplinary services to
persons with bleeding disorders

The Chronic Care Model of the World Health Organisation (WHO)
states that all persons with chronic disorders and their families should
be informed about the expected course, potential complications, and
effective strategies to prevent complications and manage symptoms.®
Thus, PWBD need to be equipped with sufficient knowledge and skills
to self-manage their physical health and well-being. Bleeding disorders
are disorders that have a significant degree of musculoskeletal man-
ifestations and, as such, physiotherapists are well placed to work in
partnership with PWBD and the wider multidisciplinary team (MDT)
to enhance overall health and well-being of persons under their care.
Comprehensive care by a multidisciplinary team of healthcare profes-

sionals including availability of a physiotherapy service is the preferred
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model of care provision.” Physiotherapists providing care under the
umbrella of the haemophilia treatment centre is preferred.

As of yet, there remains no fully defined term of what is deemed
an acceptable level of physiotherapy provision for PWBD; views range
from physiotherapy being most appropriate in acute phase interven-
tions only to physiotherapy being a profession that develops extended
clinical roles and leads research.'® Recent advances in bleeding dis-
order treatment options and telehealth mean people are more likely
to seek physiotherapy outside their Haemophilia Treatment Centre
(HTC), namely, locally in the primary care setting, and may require
the establishment of a ‘hub and spoke’ model to link back into the
HTC. Timmer and colleagues'! describe this as vertical integration con-
sisting of pathways that connect community-based generalists with
hospital-sited specialists. However, both primary care physiotherapists
and PWBD have identified knowledge of primary care physiotherapists
about bleeding disorders as a challenge to this approach.! Recommen-
dations to support this model include: a ‘named’ specialised physiother-
apist within the HTC; informing primary care physiotherapists about
bleeding disorders by developing formal practice guidelines; improv-
ing collaboration between primary care and HTCs through establishing
mechanisms for two-way and open communication, and; building a net-
work of those with care experience in PWBD.!!

Physiotherapists also play a key role in peri-surgical planning and
care for those undergoing orthopaedic surgery and are an important
member in teams delivering interventions for complex pain manage-
ment. With regards to practice guidelines, a Canadian working group
of physiotherapists recently published clinical practice guidelines that
can be used to educate and provide guidance to physiotherapists new
to a HTC and to those in primary care outside a HTC.*

3.2 | Access to physiotherapy should be provided
to all individuals with a bleeding disorder

The World Physical Therapy organisation describes the ‘profession’ of
physiotherapy as the interaction between the physiotherapist (individ-
ual), patients/clients, other health professionals, families, care givers
and communities in a process where movement potential is assessed
and goals are agreed upon using knowledge and skills unique to
physiotherapists.2? As such physiotherapists are a key professional
group involved in the triage, assessment and management of muscu-
loskeletal conditions of PWBD. The ‘profession’ of physiotherapy views
an individual not as their disease or related symptoms, but as a person
living with a disease/ symptom of a disease,’? that may or may not be
impeding their preferred way of life in the present or the future. Physio-
therapists can offer expert assessment, advice, rehabilitation, and help
optimize physical activity levels, health and well-being. They are key in
helping PWBD and the multidisciplinary team prevent, understand and
manage the acute and persistent musculoskeletal complications across
a person’s life span.

The medical treatment for haemophilia has seen enormous
advances within the past 20-30 years. The greater availability of

efficient and safe clotting factor replacement and non-substitutive
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therapies has revolutionized the physical symptoms and perception of
persons with severe haemophilia.!® Nevertheless, significant physical
impairment secondary to haemophilic arthropathy in those who did
not benefit from prophylaxis during childhood, along with a fear of
bleeding and exacerbating already painful joints will still require
rehabilitation. Furthermore, it is now becoming clear that persons
with moderate and mild haemophilia, as well as female haemophilia
carriers and persons with VWD and other bleeding disorders, can
develop long term joint damage and experience social and physical

17-18 recently reported that

limitations.'3-1¢ Van Galen and colleagues
a quarter of persons with von Willebrand factor activity <30U. dI-!
experience joint bleeding with most bleeding starting during childhood
and associated with higher scores on the Haemophilia Joint Health
Score (HJHS) and lower quality of health-related quality of life.

The cost benefit of physiotherapy provision in a bleeding disor-
der service model has yet to be fully evaluated. In their analysis of
haemophilia physiotherapy care in the Netherlands, de Kleijn and col-
leagues calculated that it would cost < 1% of the country’s national
total budget for haemophilia to provide the most optimal physio-
therapy service in HTCs.1? More recently Timmer and colleagues!!
attempted to quantify the number of physiotherapy sessions needed
to manage acute joint bleeds and muscle haematomas in their cohort,
thereby providing a potential baseline for centres to use to appropri-
ately cost and provide adequate physiotherapy services. A median of
eight physiotherapy treatments following joint bleeding, six following
muscle bleeding, nine for treating an episode or flare up of synovitis and

fifteen for haemophilic arthropathy were reported.

3.3 | Persons with a bleeding disorder should be
able to self-refer to a physiotherapist

We advocate that implementing and adopting easy and direct access
to physiotherapy and where possible self-referral would enable PWBD
to have maximal control over their own life in order to meet their mus-
culoskeletal health goals, in the broadest possible way. However, barri-
ers to accessing such care provision such as socioeconomic deprivation,
education levels and insurance coverage need to be acknowledged and
actively improved upon where possible.2°

Terms such as ‘direct access’ and ‘self-referral’ refer to ideal circum-
stances where physiotherapy services are available to PWBD with-
out the requirement of a referral other than registration with a HTC.
In many HTCs this approach is available to PWBD, and our view is
that this should be an aspiration of all HTCs, so that PWBD can see
the right healthcare professional (of choice) at the right time. In many
national health service delivery systems throughout the world, the
users of physiotherapy services do not require such a referral.22 In
these instances, direct access to physiotherapy services is supported by
national/ provincial/ regional/ state legislative frameworks and by the
standards of professional practice of physiotherapists. In general prac-
tice thereis agrowing body of research evidence supporting the clinical
and cost effectiveness of such services and their acceptability among

service users.21722 This approach to proactive, person-led access to
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care is strengthened when HTCs promote and enable adequate self-
management for persons living with long term, chronic conditions.*°

3.4 | Persons with a bleeding disorder should be
offered assessment and treatment of their
musculoskeletal condition and personal needs built
on a shared decision-making approach

We advocate physiotherapists and PWBD adopt a shared decision-
making (SDM) approach in the clinical environment. SDM is a stepwise
collaborative process that relies on reciprocal information sharing
between the practitioner and patient around options available, evi-
dence and potential benefits and harms.23-24 |t supports the decision
by people to make a single informed decision about their health or
healthcare in that moment of their lives.2325 PWBD need personalised
knowledge and skills individual to oneself them to manage one’s their
life-long physical health. SDM is emerging as the preferred approach
as recent studies have shown that active personalised patient engage-
ment in designing and evaluating prophylaxis with support from
the multidisciplinary treatment team has been effective in reducing
bleeding and improving overall quality of life and physical activity.23
Much of the information regarding physiotherapy available for
PWBD refers to the perceived ‘technical application’ of physiotherapy,
namely, doing prescribed exercises and manual therapy.2® Early propo-
nents of physiotherapy for PWH highlighted that the musculoskeletal
complexities and limited availability of treatment for bleeding influ-
enced intervention so that each physiotherapy rehabilitation plan was
individualised with goal based, functional improvement at its core.?’
A systematic review by Strike and colleagues?® evaluating the safety
and effectiveness of exercise for PWH found interventions including
at least one resistance exercise, isometric exercise, bicycle ergom-
etry, treadmill walking and hydrotherapy produced improvement
in pain, range of movement (ROM), strength and walking tolerance.
Subsequent randomized controlled studies have shown exercise to
improve ROM, strength, walking tolerance, gait, balance, and quality
of life, in addition to decreasing pain and anxiety.2?-31 In a more recent
review of advances in musculoskeletal physiotherapy for haemophilia,
Stephensen and colleagues concluded that exercise via its effect on
pain, joint ROM, strength and mobility, can have a positive impact
on maximizing mobility, function as well as improving quality of life,
and that programmes incorporating hydrotherapy and functional
exercise appear of most benefit.2® Physiotherapists have a key role
in helping PWBD and the multidisciplinary team prevent, understand
and manage the acute and persistent musculoskeletal complications
of haemophilia.2 They are skilled in communication approaches with
those in pain or fearful of their physical state and build therapeutic
relationships that are distinct from, but complimentary to, medical and
nursing colleagues. Utilising a personalised shared-decision making
approach with an individual, physiotherapists can offer expert assess-
ment, advice, rehabilitation, and help optimize physical activity levels,
health and well-being. Whilst regular monitoring of musculoskeletal

health with a standardised tool such as the HJHS is important for
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all persons with a bleeding disorder, assessment should encompass
more than just a joint score and the type and timing of monitoring be
personalised to the individual.

3.5 | Persons presenting with a bleeding disorder
should be offered supported self-management as
part of the management plan to recognise and
develop their capability to manage their own health
and take responsibilities for their wellbeing

Supported self-management (SSM) is when healthcare professionals,
teams and services work in ways that ensure that persons with long-
term conditions have the knowledge, skills, confidence and support
they need to manage their condition(s) effectively in the context of
their everyday life.32-33 Every day, PWBD, their family members and
carers will make decisions, take actions and manage a broad range of
factors that contribute to their physical health. SSM acknowledges this;
supporting PWBD to develop knowledge, confidence and skills about
their musculoskeletal health and functioning in society to make the
optimal decisions and actions. We advocate for patient organisations
and physiotherapists to collaborate and co-produce patient education
and awareness of the importance of physiotherapy, and SSM in taking
responsibility for their wellbeing.

WFH guidelines recommend a multidisciplinary review for PWBD
with a potential for musculoskeletal bleeding at least annually for
adults and every 6 months for children.? However, physiotherapy for
PWBD should be more than just measuring the joints once per year.
Delivering supported self-management involves offering coordinated
and personalised care, support or treatment and supporting people to
recognise and develop their own strengths and abilities to enable them
tolive anindependent and fulfilling life. As medical treatments advance
in haemophilia and other bleeding disorders, so too should support for
physical health and activity for individuals to help them live the best
life they want to.1° SSM is fundamental to this approach, such that
PWBD are active partners in determining outcomes that are important
to them and how to achieve them. There is no single approach to decid-
ing what support to provide and how; however, what it should be is ‘per-
sonalised’. Approaches may involve information provision, self-efficacy
and behavioural change training that can be delivered one-to-one, in
a group or utilising different technologies such as online consultations

and self-monitoring.

3.6 | Physiotherapy assessment and care should be
clearly and accurately recorded and shared between
relevant members of Haemophilia Treatment Centre
care teams and the person with the bleeding disorder

Communicationwith other core HTC team members is essential to con-
firm clinical diagnosis, shared decisions and coordinated care. This is
particularly important where PWBD self-refer to physiotherapy and

where care is supported in partnership with other health professionals,
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locally, in hub and spoke approaches. Physiotherapy staff in all settings
are required to maintain records in whatever system or format their
employer specifies. A record can be on paper or in electronic format,
or a mixture of both, and should include all the information relating to
the health status and management of the individual. Clinic letters or
digital records are acceptable, provided all elements of the assessment,
intervention, judgment and treatment are recorded. A good record will
enable an independent reader to understand what conversations took
place, what information was exchanged, the extent of any examina-
tion performed, what treatment was provided and on what clinical rea-
soning decisions were made, and to monitor changes from previous
visits over a longer period of time, especially as more documentation
becomes digitised.3*

Awareness of accurate record keeping specific to PWBD such as the
outcome of assessments such as the HJHS, bleed related data together
with ROM, pain, function, activities and participation, is also important
as it permits a ‘shared language’ between clinicians and PWBD. This is
especially important in a rare disease setting as it enables clinical dis-
cussion with others internationally and is a good way of enabling pro-

fessional development and clinical support.

3.7 | All aspects of the physiotherapy process can
be delivered in a diverse range of settings

Physiotherapy is directed towards the movement needs and poten-
tial of individuals, providing rehabilitation and services to develop,
maintain and restore maximum movement and functional ability and
aims to prevent musculoskeletal impairment throughout life. In some
countries we are now witnessing children with haemophilia having
minimal or no joint damage participating in normal sport activities
similar to their peers,3> while others in less affluent countries are only
beginning to see the benefits of basic physiotherapy interventions
on joint health.3¢ These contrasts can also be seen in the ageing
population of persons with haemophilia, who are living longer with
significant multi-morbidity and significant physical impairment sec-
ondary to haemophilic arthropathy. In addition, the success of new
treatments and prophylaxis for severe haemophilia have to date not
been widely applied to those with non-severe-haemophilia, vWD
and other bleeding disorders in whom the potential for bleeding and
subsequent chronic joint disease remains.'*1637 As physiotherapy
continues to assess and rehabilitate acute musculoskeletal bleeding
and injuries with a view to preventing chronic changes, it is important
that the other ‘lifespan’ issues associated with bleeding disorders, such
as ageing, living with chronic arthropathy and surgery requirements
are not forgotten3® Post-surgery physiotherapy is crucial in enabling
a good functional outcome. Rehabilitation approaches need to be
developed and tailored to help people manage these co-morbidities
and achieve their activity and participation goals, and it is likely that
this will involve provision in a diverse range of settings. This can
include HTC, primary care, school and leisure facilities as well as
delivery by technological advances, for example, telehealth, online

platforms, apps and other digital delivery options. E-health and in
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particular remote monitoring is emerging as a future direction of
healthcare. In the context of self-management and improvement of
health, telemedicine and tele-rehabilitation is an attractive option for
PWBD to improve health status monitoring and treatment satisfaction
and has been shown to be acceptable to both patients and healthcare
professionals, particularly for those who live far away from their
HTC.37-40 Additionally, physiotherapists should work with and provide
advice and education to other practitioners such as Pilates and yoga
teachers, coaches and sports trainers to promote physical activities
and well-being in PWBD. Close working and optimal understanding
with patient organisations are also important to ensure widespread

engagement in physical health promotion.

3.8 | Physiotherapists should maintain continuous
up-to-date learning and professional development
relevant to bleeding disorders

A recent survey of the practice of physiotherapists managing PWBD
in Europe highlighted the ongoing need to establish a pan-European
network of physiotherapists to support collaboration and education
for physiotherapists working in the bleeding disorders community.
Currently, education about bleeding disorders is not included in
undergraduate training. Supporting opportunities for physiotherapists’
attendance at national and international meetings and workshops
enabling formal education as well as networking is essential to facil-
itate continued learning and skills development. Bleeding disorders
are rare diseases; therefore, we advocate that physiotherapists are
given equitable access to learning and development opportunities
including further education attendance at congresses on par with
medical and nursing colleagues. Only by integrating physiotherapy
fully into care provision can comprehensive care be truly provided to
PWBD.

4 | CONCLUSION

Bleeding disorder care is witnessing a significant shift towards a new
era of potentially life changing medical treatments which offer a future
of minimal or no bleeding, thus changing the role of the multidisci-
plinary team. Physiotherapists have skills in health promotion, injury
prevention, treatment/intervention, and rehabilitation to maximize
movement, function and well-being. It is essential that physiothera-
pists work with PWBD in the co-design of future musculoskeletal ser-
vices. When given the opportunity to discuss what matters to them,
PWBD are able to identify pragmatic life, clinical and research goals
that they want to be active participants in: physical function and well-
being, limiting disease progression and having active life choices rate
highly.

These principles of care for physiotherapy provision co-produced
by EAHAD and EHC outline optimum standards of practice in order to
achieve personalised patient-centred care for physical health in which

prevention, SDM, and supported self-management are advocated.

DE KLEIJN ET AL.

ACKNOWLEDGEMENT
We would like to thank the EAHAD Physiotherapy Network Coordina-
tors and EHC committee who reviewed these principles.

CONFLICT OF INTEREST

All authors have no conflict of interest in respect of this work.

DATA AVAILABILITY STATEMENT
This is a consensus review and data sharing is not applicable to this arti-

cle as no datasets were generated or analysed during the current study.

ORCID
P.McLaughlin
D. Stephensen

https://orcid.org/0000-0002-5962-7647
https://orcid.org/0000-0002-6175-3343

REFERENCES

1. Lafeber FPJG, Miossec P, Valentino LA. Physiopathology of
haemophilic arthropathy. Haemophilia. 2008;14(Suppl. 4):3-9.

2. Srivastava A, Santagostino E, Dougall A, et al. WFH guidelines for the
management of hemophilia, 3rd ed. Haemophilia. 2020:26(Suppl 6):1-
158.

3. Colvin BT, Astermark J, Fischer K, et al. European principles of
haemophilia care. Haemophilia. 2008;14:361-374.

4. Mulder K, Mccabe E, Strike K, Nilson J. Developing clinical practice
guidelines for physiotherapists working with people with inherited
bleeding disorders. Haemophilia. 2021;27(4):674-682.

5. O’Mahony B, Savani L, O’Hara J, Bok A. Haemophilia care in Europe- a
survey of 37 countries. Haemophilia. 2017;23(4):e259-e266.

6. Stephensen D, De Kleijn P, Matlary RED, et al. the EAHAD Physiother-
apists Committee. Scope of practice of haemophilia physiotherapists:
A European survey. Haemophilia. 2019;25:514-520

7. (QRS), QRS. Inherited and acquired haemophilia and other
bleeding disorders peer review programme (NHS). 2020: https:/
images.qualityreviewservicewm.nhs.uk/wp-content/uploads/2020/
05/28154818/IABD-Overview-Report-2020-V1-20200527-1.pdf.
Accessed May 29, 2020.

8. World Health Organization. Innovative Care for Chronic Condi-
tions: Building Blocks for Action- Chapter 3. https://www.who.int/chp/
knowledge/publications/icccreport/en

9. PaiM, Key NS, Skinner M, et al. NHF-McMaster guideline on care mod-
els for haemophilia management. Haemophilia.2016;Suppl 3:6-16.

10. Mclaughlin P, Aspdahl M, Matlary RED, et al. Comprehensive care on
paper only? The challenge for physiotherapy provision in day to day
haemophilia practice. Haemophilia2021;27

11. Timmer MA, Blokzijl J, Schutgens REG, Veenhof C, Pisters MF. Coordi-
nating physiotherapy care for persons with haemophilia. Haemophilia.
2021.

12. Therapy TWCoP. Policy statement: description of physical therapy.
2016 2 June 2020; https://www.wcpt.org/policy/ps-descriptionPT

13. Noone D, Nissen F, Xu T, et al. An insight into the impact of hemophilia
a on daily life according to disease severity: a preliminary analysis of
the CHESS Il study. Blood2020;136:1-3.

14. Scott MJ, Xiang H, Hart DP, et al. Treatment regimens and outcomes in
severe and moderate haemophilia A in the UK: the THUNDER study.
Haemophilia. 2019;25:205-212

15. Arya S, Wilton P, Page D, et al. “They don't really take my bleeds seri-
ously”: barriers to care for women with inherited bleeding disorders. J
Thromb Haemost. 2021;19(6):1506-1514.

16. Maseide RJ, Berntorp E, Astermark J, et al. Joint health and treatment
modalities in Nordic patients with moderate haemophilia Aand B - the
MoHem study. Haemophilia. 2020;26:891-897.

850807 SUOWWOD 3Ae8.D (el (dde au Aq pausenob ae sejonfe VO ‘@sn JO Sa|nJ Joj A%eiq)auljuO 3|1 UO (SUORIPUOO-pUe-SWLIRIAL0D" A8 1M Ae1q 1 BUI [UO//:SANY) SUORIPUOD pUe SWe 1 8Y} 89S *[£202/TT/0z] U0 AriqiTauliuo A8im ‘YoinyD S1yD Aingreiued Aq 99GKT @eU/TTTT OT/I0PAW0D A8 | IM AeIq 1 |Bul|uo//Sdny WOy pepeoumod ‘t ‘Z20Z ‘9TGZS9ET


https://orcid.org/0000-0002-5962-7647
https://orcid.org/0000-0002-5962-7647
https://orcid.org/0000-0002-6175-3343
https://orcid.org/0000-0002-6175-3343
https://images.qualityreviewservicewm.nhs.uk/wp-content/uploads/2020/05/28154818/IABD-Overview-Report-2020-V1-20200527-1.pdf
https://images.qualityreviewservicewm.nhs.uk/wp-content/uploads/2020/05/28154818/IABD-Overview-Report-2020-V1-20200527-1.pdf
https://images.qualityreviewservicewm.nhs.uk/wp-content/uploads/2020/05/28154818/IABD-Overview-Report-2020-V1-20200527-1.pdf
https://www.who.int/chp/knowledge/publications/icccreport/en
https://www.who.int/chp/knowledge/publications/icccreport/en
https://www.wcpt.org/policy/ps-descriptionPT

DE KLEIJN ET AL.

17.

18.

19.

20.

21

22.

23.

24.

25.

26.

27.

28.

29.

30.

Van Galen KPM, Sanders YV, Vojinovic U, et al, Joint bleeds in
von Willebrand disease patients have significant impact on qual-
ity of life and joint integrity: a cross-sectional study. Haemophilia.
2015;21:e185-e192.

Van Galen KPM, De Kleijn P, Foppen W, et al. Long-term impact of joint
bleeds in von Willebrand disease: a nested case-control study. Haema-
tologica. 2017;102(9):1486-1493.

De Kleijn P, Mauser-Bunschoten EP, Fischer K, Smit C, Holtslag H,
Veenhof C. Evidence for and cost-effectiveness of physiotherapy in
haemophilia: a Dutch perspective. Haemophilia. 2016;22(6):943-948.
Mallett R, Bakker E, Burton M. Is physiotherapy self-referral with
telephone triage viable, cost-effective and beneficial to muscu-
loskeletal outpatients in a primary care setting?Musculoskeletal Care.
2014;12(4):251-60

ten Hove R. Patient self-referral for physiotherapy improves out-
comes. Guidelines in Practice. 2013;16(10):43-6.

Swinkels ICS, Kooijman MK, Spreeuwenberg PM, et al. An overview of
5 years of patient self-referral for physical therapy in the Netherlands.
Phys Therapy.2014;94(12):1785-95.

Valentino LA, Blanchette V, Negrier C, et al. Personalising haemophilia
management with shared decision making. J Haem Pract. 2021;8(1):69-
79.

Charles C, Gafni A, Whelan T. Decision-making in the physician-
patient encounter: revisiting the shared treatment decision-making
model. Soc Sci Med. 1999;49(5):651-61.

Collins A. Measuring what really matters: Towards a coherent
measurement system to support person-centred care. Health
Foundation. 2014. https://www.health.org.uk/sites/default/files/
MeasuringWhatReallyMatters.pdf

Stephensen D, Bladen M, Mclaughlin P. Recent advances in mus-
culoskeletal physiotherapy for haemophilia. Therap Adv Hematol.
2018;9(8):227-237.

Boone DC. Management of musculoskeletal problems of hemophilia,
Physical Therapy, 1974;54(2):122-127.

Strike K, Mulder K, Michael R. Exercise for haemophilia [Internet]. Vol.
2016, Cochrane Database of Systematic Reviews. John Wiley and Sons
Ltd; 2016.

Calatayud J, Pérez-Alenda S, Carrasco JJ, et al. Safety and effective-
ness of progressive moderate-to-vigorous intensity elastic resistance
training on physical function and pain in people with hemophilia. Phys
Ther. 2020;100(9):1632-44.

Runkel B, Von Mackensen S, Hilberg T. RCT - subjective physical
performance and quality of life after a 6-month programmed sports
therapy (PST) in patients with haemophilia. Haemophilia [Internet].
2017;23(1):144-51.

31

32.

33.

34.

35.

36.

37.

38.

39.

40.

Bladen M, Carroll L, Dodd C, et al. Results of feasibility and safety
of randomised controlled trial of a musculoskeletal exercise inter-
vention versus usual care for children with haemophilia. Haemophilia.
2020;26(5):e223-e225.

delongh A, Fagan P, Fenner J, Kidd L. A practical guide to self-
management support. Health Foundation. 2015. https://www.health.
org.uk/publications/measuring-what-really-matters-towards-a-
coherent-measurement-system-to-support-person-centred-care
Skinner MW, Nugent D, Wilton P, et al. Achieving the unimaginable:
Health equity in haemophilia. Haemophilia. 2020;26:17-24. https://doi.
org/10.1111/hae. 13862

Chartered Society of Physiotherapy, Information Paper: Record
keeping Guidance, PD061 version 4, January 2021. https://www.csp.
org.uk/system/files/publication_files/RecordKeepingFINAL_Sara%
20Conroy.pdf

Versloot O, Timmer MA, Kleijn P, et al. Sports participation and
sports injuries in Dutch boys with haemophilia. Scand J Med Sci Sports.
2020;30(7):1256-1264. https://doi.org/10.1111/sms.13666

Lobet S, Meité N'D, Koninckx M-I, et al. Implementation and
assessment of a self- and community-based rehabilitation pro-
gramme in patients with haemophilia from Coéte d’lvoire. Haemophilia.
2019;25(5):859-866.

Miesbach W, Berntorp E. Translating the success of prophylaxis in
haemophilia to von Willebrand disease. Thromb Res. 2021. 199: 67-
74.

Hughes T, Brok-Kristensen M, Gargeya Y, et al. What more can we
ask for: an ethnographic study of challenges and possibilities for
people living with haemophilia. J Haemophilia Pract. 2020;7(1):25-
36.

O'donovan M, Buckley C, Benson J, et al. Telehealth for delivery
of haemophilia comprehensive care during the COVID-19 pandemic.
Haemophilia. 2020;26(6):984-990.

Boccalandro EA, Dallari G, Mannucci PM. Telemedicine and telereha-
bilitation: current and forthcoming applications in haemophilia. Blood
Transfus. 2019;17(5):385-390.

How to cite this article: de Kleijn P, Duport G, Jansone K, et al.
European principles of care for physiotherapy provision for
persons with inherited bleeding disorders: Perspectives of
physiotherapists and patients. Haemophilia. 2022;28:649-655.
https://doi.org/10.1111/hae.14566

850807 SUOWWOD 3Ae8.D (el (dde au Aq pausenob ae sejonfe VO ‘@sn JO Sa|nJ Joj A%eiq)auljuO 3|1 UO (SUORIPUOO-pUe-SWLIRIAL0D" A8 1M Ae1q 1 BUI [UO//:SANY) SUORIPUOD pUe SWe 1 8Y} 89S *[£202/TT/0z] U0 AriqiTauliuo A8im ‘YoinyD S1yD Aingreiued Aq 99GKT @eU/TTTT OT/I0PAW0D A8 | IM AeIq 1 |Bul|uo//Sdny WOy pepeoumod ‘t ‘Z20Z ‘9TGZS9ET


https://www.health.org.uk/sites/default/files/MeasuringWhatReallyMatters.pdf
https://www.health.org.uk/sites/default/files/MeasuringWhatReallyMatters.pdf
https://www.health.org.uk/publications/measuring-what-really-matters-towards-a-coherent-measurement-system-to-support-person-centred-care
https://www.health.org.uk/publications/measuring-what-really-matters-towards-a-coherent-measurement-system-to-support-person-centred-care
https://www.health.org.uk/publications/measuring-what-really-matters-towards-a-coherent-measurement-system-to-support-person-centred-care
https://doi.org/10.1111/hae.13862
https://doi.org/10.1111/hae.13862
https://www.csp.org.uk/system/files/publication_files/RecordKeepingFINAL_Sara%20Conroy.pdf
https://www.csp.org.uk/system/files/publication_files/RecordKeepingFINAL_Sara%20Conroy.pdf
https://www.csp.org.uk/system/files/publication_files/RecordKeepingFINAL_Sara%20Conroy.pdf
https://doi.org/10.1111/sms.13666
https://doi.org/10.1111/hae.14566

	European principles of care for physiotherapy provision for persons with inherited bleeding disorders: Perspectives of physiotherapists and patients
	Abstract
	1 | INTRODUCTION AND BACKGROUND
	2 | METHODS
	3 | RESULTS AND DISCUSSION
	3.1 | Physiotherapists should practise in partnership with other health professionals to manage and provide multidisciplinary services to persons with bleeding disorders
	3.2 | Access to physiotherapy should be provided to all individuals with a bleeding disorder
	3.3 | Persons with a bleeding disorder should be able to self-refer to a physiotherapist
	3.4 | Persons with a bleeding disorder should be offered assessment and treatment of their musculoskeletal condition and personal needs built on a shared decision-making approach
	3.5 | Persons presenting with a bleeding disorder should be offered supported self-management as part of the management plan to recognise and develop their capability to manage their own health and take responsibilities for their wellbeing
	3.6 | Physiotherapy assessment and care should be clearly and accurately recorded and shared between relevant members of Haemophilia Treatment Centre care teams and the person with the bleeding disorder
	3.7 | All aspects of the physiotherapy process can be delivered in a diverse range of settings
	3.8 | Physiotherapists should maintain continuous up-to-date learning and professional development relevant to bleeding disorders

	4 | CONCLUSION
	ACKNOWLEDGEMENT
	CONFLICT OF INTEREST
	DATA AVAILABILITY STATEMENT

	ORCID
	REFERENCES


