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Background: General practitioners (GPs) and primary-care nurses (PCNs) often feel inexperi-
enced or inadequately educated to address unmet needs of people with disabilities (PDs). In this
research, GPs’ and PCNs’ communication with PDs and health care professionals, as well as their
awareness of supportive measures relevant to PDs (sensory disabilities excluded), was examined.
Materials and methods: An electronic questionnaire was sent out to 545 GPs and 1,547 PCNs
employed in Limburg (Belgium). GPs and PCNs self-reported about both communication with
parties involved in care for PDs (scale very good, good, bad, very bad) and their level of awareness
of supportive measures relevant for PDs (scale unaware, inadequately aware, adequately aware).
Results: Of the questionnaire recipients, 6.6% (36 of 545) of GPs and 37.6% (588 of 1,547)
of PCNs participated: 68.8% of 32 GPs and 45.8% of 443 PCNs categorized themselves as
communicating well with PDs, and attributed miscommunication to limited intellectual capaci-
ties of PDs. GPs and PCNs reported communicating well with other health care professionals.
Inadequate awareness was reported for tools to communicate (88.3% of GPs, 89% of PCNs)
and benefits for PDs (44.1% of GPs, 66.9% of PCNs).

Conclusion: GPs’ and PCNs’ lacking awareness of communication aids is problematic. Involve-
ment in a multidisciplinary, expert network might bypass inadequate awareness of practical and
social support measures.

Keywords: nursing care, disability, primary care, family medicine, networks, integrated care,
unmet needs, quality, accessibility

Background

The unmet needs of people with disabilities (PDs) are significant in comparison to
the general population.' Although article 25 of the UN Convention on the Rights of
Persons with Disabilities states the right of persons with disabilities to attain the highest
standard of health care, PDs often experience health inequalities. Several studies have
demonstrated the likelihood to have poorer health status and less chance of receiving
preventive services when disabled.>*¢ Tackling PDs’ health disparities is even more
important, as the risk of developing secondary or comorbid conditions for this popula-
tion is higher than for the general population: coronary heart diseases, urinary tract
infections, and unhealthy lifestyles (smoking, sedentary lifestyle, malnutrition) are more
prevalent in PDs in general.*® Moreover, the age of onset and degree of severity of dis-
orders presented in PDs are different than can be expected in the general population.®
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Because of the worldwide movement to deinstitutional-
ize care for PDs, primary-care services are becoming more
important to organize the necessary health care this popula-
tion needs.'* In Belgium, this shift from institutions toward
more community-based services can be illustrated by the
number of PDs contacting primary-care services. Despite
efforts of the government to provide necessary care for PDs
in a community-setting, eg, through benefits like a personal
assistance budget, approximately 21,518 PDs (16%) of the
129,021 Dutch-speaking PDs (<65 years old) were waiting
to be admitted to residential care facilities in 2013."!* This
hampered accessibility of primary care is a major problem:
care organized on this level has been shown to have impor-
tant positive effects on health outcomes; moreover, it also
decreases mortality for PDs.'*> As formal primary care
in Belgium — provided by general practitioners (GPs) and
primary-care nurses (PCNs), among other care professionals
—is lagging behind, PDs turn to informal (family) caregivers
to receive the care they need. However, the emphasis should
be on formal care, with informal care being complementary.
After all, the role of informal caregiver can be very demand-
ing, and burdening should be prevented.'¢?

Inaccessibility of care has been illustrated in numerous
reports.*6141521-23 Mainstream health services are often unpre-
pared to respond to this shift toward primary care.'® Primary-
care professionals are suddenly expected to address PDs’
specific needs, even though they might not have sufficient
(clinical) knowledge or might not have the skills to interact
with this population.?*?* Previous research has described
(primary) care professionals feeling insufficiently educated
about the prevalence of diseases in PDs, being doubtful on
how to respond to behavioral problems, not knowing how to
communicate with PDs, finding it challenging to assess PDs,
or having certain perceptions about this often-stigmatized
population.?s2° Consequently, primary-care professionals
might feel overwhelmed or anxious and might be more reluc-
tant to treat PDs.?**° If health care professionals fail to adapt
to the needs of PDs, access to necessary care is jeopardized,
potentially leading to major health problems in the form of
hospital admissions and increased health care costs.*!

Besides having sufficient clinical knowledge, primary-
care professionals ought to make referrals to other care ser-
vices, as well as provide support to PDs and their informal
caregivers regarding practical and social issues, depending
on their living situation.??*3%33 In order to act accordingly,
interacting with PDs and their informal caregivers is required,
as well as collaborating with other care professionals and
agencies specialized in care for PDs. In general, communica-

tion with patients and the exchange of health care information
among health care professionals is vital.**" To facilitate
communication with PDs, several tools are available, eg,
Tellus, sign language, and visualization (Picto).*® Primary-
care professionals would benefit from being aware of these
tools, because it would not only enable them to improve their
therapeutic relationship with PDs by means of their com-
munication, but when being able to guide PDs to these aids
by informing them about their existence, they can actively
contribute to PDs’ quality of life. To enable primary-care
professionals to refer PDs to specialized services, they need
to be aware of the agencies specialized in the organization of
care for PDs. Consequently, primary-care professionals will
then support PDs in their care management, as these agencies
can provide accurate information and might offer necessary
assistance with all forms and regulations. When primary-care
professionals are unaware of tools to support PDs, unaware
of agencies specialized in the organization of care for PDs,
or when communication with other care professionals is
hampered, management of care is often shifted to informal
caregivers.’® The goal of this research was to examine GPs’
and PCNs’ self-reported quality of communication with
PDs, informal caregivers, and care professionals, as well as
to determine their awareness regarding supportive tools and
procedures and agencies relevant in the care for PDs.

Materials and methods

Design

In this research, primary-care professionals self-reported
about both the quality of their communication with other
stakeholders in the care for PDs and the level of awareness
regarding supportive measures available to this population.
The online survey was distributed to all GPs and PCNs in
one region in Belgium (Limburg).

Setting and participants
Participants were primary-care professionals employed as
GPs or PCNs in home and/or residential care in Limburg.
All these GPs and self-employed PCNss, as well as all PCNs
employed by the regional nursing organization, were sent an
email with a hyperlink to the questionnaire, via the umbrella
organization of GPs and of self-employed PCNs and via
the regional nursing organization, respectively. The online
survey was sent to 545 GPs and 1,547 PCNs (September
and December 2015).

Informed consent was acquired by proceeding to the first
question after reading the introduction-section of the survey.
This introduction stated clearly that in this research, PDs
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were regarded as everyone with a disability, except those
who experience only sensory disabilities or impairments due
to the normal aging process. Broadly stated, PDs are people
with a congenital or noncongenital physical, intellectual,
or developmental disability, eg, Down syndrome, oxygen
deprivation at birth, acquired brain injury due to trauma or
disease, spina bifida, and muscular diseases.

Questionnaire

The questionnaire was developed by a team of four GPs and
20 PCNs. These experts’ opinions on the organization of care
and supportive measures for PDs shaped the content of the
questionnaire. Several meetings were organized to discuss
and review the questionnaire until consensus was reached on
the final version. The questionnaire consisted of closed-ended
questions addressing the following items. Some characteristics
of GPs’ and PCNs’ patients were surveyed, more specifically
about the care setting (home or residential care) in which they
delivered care to PDs, the kinds of disabilities their patients
had (physical, intellectual, or both), their contact with informal
caregivers, and problems they perceive informal caregivers
to be experiencing (overload of tasks, finding suitable care,
coping with disability of their relatives/friends, difficulties in
communicating with their relatives/friends with disabilities,
hampered [para]medical follow-up).

Quality of communication was assessed on a scale of very
good—good—-bad—very bad. In particular, GPs and PCNs were
asked to self-report about their communication with health
care professionals (in home-care setting; in residential care

Informal care
People with disability
Family carers

Primary-care

General practitioners
nurses

Formal care

Home-care professionals
Residential care professionals

Communication

setting, with GPs [to be answered by PCNs], with specialists
[to be answered by GPs]) and with PDs. GPs and PCNs could
also report about possible causes of hampered communica-
tion (limited intellectual capacity, lack of communication
aids, cultural differences).

Awareness of supportive services was examined on a
scale of unaware—inadequately aware—adequately aware:
four supportive measures (communication aids [Tellus, sign
language, visualizations [Picto], adjustments and tools to
improve mobility of PDs, adjustments to their home, and
adjustments and tools to improve PDs’ daily living) and
four relevant procedures or agencies for PDs (benefits PDs
might be entitled to, the responsibilities of VAPH [Flemish
Agency for Disabled Persons], procedures for admission to
residential care facilities, [residential] care facilities in the
region) (Figure 1).

Analysis

The questionnaire was developed with Qualtrics software.
Quantitative analysis (mean, standard deviation, Fisher’s
exact test) was performed using SPSS 22.0. Respondents
with missing values for one or more variables were excluded
from analyses that included those variables.

Ethics

As this research concerned perceptions of medical profes-
sionals, rather than data from patient surveys or medical
records, it was exempt from review-board approval under
Belgian law.

Tools and adjustments to support people
with a disability in their:
Communication
Housing
Activities of daily life
Mobility
Benefits
Care facilities in region
Important procedures

Specialized agencies

Awareness

Figure | Quality of communication of GPs and primary-care nurses and their awareness regarding measures relevant to people with disabilities.
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Results

A total of 2,092 questionnaires were sent: 36 GPs (response
rate 6.6%) and 588 PCNs (response rate 38%) participated. In
Table 1, the age distribution of the 624 respondents is listed.
The majority (41.5%) was aged 46—60 years.

Characteristics of PDs and their informal

caregivers

GPs (n=36) treated on average 20.3 (SD 25.4) PDs, and
PCNs (n=588) treated 5.1 (SD 7.1) PDs. The majority of
GPs (86.1%) and PCNs (64.6%) had all sorts of disabilities
represented in their patients. Table 2 lists the three most
frequently represented disabilities in patients of GPs and
PCNs. The majority of GPs (47.2%) deliver care to PDs in
residential care settings exclusively, the majority of PCNs
(54.3%) exclusively in home care (Table 3). Sixteen (44.4.%)
GPs and 200 PCNs (34%) reported a burdening of at least half
of the informal caregivers. GPs and PCNs reported informal
caregivers to be experiencing problems finding suitable care
(88.9% of GPs, 48.3% of PCNs), overload of tasks (77.8%
of GPs, 77.3% of PCNs), and coping with situations of dis-
ability (66.7% of GPs, 56.5% of PCNss).

Communication of GPs and PCNs with

PDs and health care professionals

Of the 34 GPs and 475 PCNs, two GPs and 32 PCNs
reported experiencing hampered communication with PDs. In
Figure 2, quality of communication is illustrated with a link
to possible reasons for hampered communication from par-
ticipants’ point of views. Difficulties in communication are
frequently reported to be attributable to limited intellectual
capacities of disabled patients of primary-care professionals.

Table | Age distribution of GPs and PCNs

Age, years GPs, n PCNs, n Overall
<30 0 115 115
30-45 I 223 234
46-60 14 245 259
>60 I 5 16
Total 36 588 624

Abbreviations: GPs, general practitioners; PCNs, primary-care nurses.

About half of the GPs and PCNs reported experiencing mis-
communication with PDs, and a lack of communication aids
was mentioned as the root of these communication problems.
Overall, cultural differences are almost never reported to be
areason for miscommunication: only one GP (2.9%) and 72
PCNs (15.2%) reported this.

GPs’ (n=34) and PCNs’ (n=475) self-rating of their com-
munication with health care professionals in home versus
residential care as (very) good comprised 97.1% of GPs and
93.3% of PCNs versus 85.2% of GPs and 89.7% of PCNs
(Table 4). In Figure 3, dichotomized quality of communica-
tion is depicted for GPs and PCNs delivering care to PDs
in home- or residential care settings exclusively. None of
the GPs working exclusively in home care or exclusively in
residential care facilities self-reported communication with
health care professionals in home care to be (very) bad.

GPs and PCNs working in both home- and residential
care settings (nine GPs, 100 PCNs) self-rated their com-
munication as (very) good with professionals in home care
(88.9% of GPs, 93% of PCNs), residential care (77.8% of
GPs, 95% PCNs), and specialists (77.8% of GPs, 94% of
PCNs). Fisher’s exact test was performed to detect differ-
ences in communication with health professionals in home
or residential care among GPs and PCNs working either
exclusively in home care or in residential care only, and no
significant differences were found.

GP and PCN awareness of supportive
tools, procedures, and agencies relevant

to PDs
With regard to supportive tools, most GPs (n=34) and PCNs
(n=484) reported being aware of adjustments and tools to

Table 3 Settings in which GPs and PCNs deliver care to people
with disabilities

GPs (n=36) PCNs (n=588)
Home care only 25% 54.3%
Home and residential care 27.8% 22.5%
Residential care only 47.2% 23.3%

Abbreviations: GPs, general practitioners; PCNs, primary-care nurses.

Table 2 Top three disability types among patients of GPs and PCNs

Physical Intellectual Combined GPs (n=36) PCNs (n=588) Physical Intellectual Combined
+ + + 86.1% 64.6% + + +
+ + - 8.3% 11.2% + - -
- + - 5.6% 8.8% + + -

Abbreviations: GPs, general practitioners; PCNs, primary-care nurses.
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Quality of communication with people with a disability

(GPs, n=34; PCN, n=475)

32 GPs 443 PCN 2 GPs 32 PCN
Lack of communication aids 65.6% 78.8% 50% 56.3%
Limited intellectual capacities 68.8% 45.8% 100% 71.9%

Figure 2 Reasons for hampered communication according to GPs and PCNs.
Abbreviations: GPs, general practitioners; PCNs, primary-care nurses.

Table 4 GPs’ and PCNs’ self-rating of communication with other
health care professionals as (very) good

(Very) good

GPs (n=34) PCNs (n=475)
Health care professionals in 97.1% 93.3%
home care
Health care professionals in 85.2% 89.7%
residential care
GPs 47.2% 23.3%

Abbreviation: GPs, general practitioners; PCNs, primary-care nurses.

improve the mobility of PDs (70.6% of GPs, 90.5% of
PCNs). Little or no awareness was reported regarding com-
munication aids: 41.2% of GPs and 54.9% of PCNs rated
their awareness as inadequate, and 47.1% of GPs and 34.1%
of PCNs rated it unaware (Table 5). Table 5 also illustrates
how GPs and PCNs categorized their awareness of proce-
dures and agencies relevant to PDs: 55.9% of GPs were
adequately aware of the responsibilities of VAPH, 39.4% of
PCNs were adequately aware of the (residential) care facili-
ties in the region, 67.6% of GPs were inadequately unaware
of procedures for admission in residential care facilities, and
66.9% of PCNs were inadequately aware of benefits PDs
might be entitled to.

Discussion

The aim of this research was to examine the quality of com-
munication of GPs and PCNs with different stakeholders
in the care for PDs, as well as their awareness regarding
practical and social issues in terms of tools, procedures, and
agencies to support PDs in the management of their care.
Findings of this study indicated self-reported communication
of high quality of GPs and PCNs with their PDs and with
care professionals in home and residential care. The aware-
ness of supportive tools for PDs varied across the different
domains: the most profoundly limited awareness concerned
communication aids, in contrast to adjustments to enhance
mobility of PDs, which are known to most GPs and PCNs.

Regarding relevant procedures and agencies, GPs were
most acquainted with the role of the agency authorized for
the organization of welfare and health care targeting of PDs
(VAPH), in contrast to PCNs, who most frequently reported
being informed about (residential) care facilities in the region
and their admission procedures.

Communicating with PDs and informal

caregivers

A relatively small proportion of GPs and PCNs experienced
difficulties when interacting with PDs. In the event of mis-
communication, GPs and PCNs most frequently attributed
this to limited intellectual capacities of their patients and
seldom to a lack of tools to communicate. Remarkably,
both GPs and PCNs reported being inadequately aware of
tools to support PDs in their communication. However, it
is unclear if this means that they did not know about the
tools’ existence or were unaware of their availability to PDs.
Research examining communication of GPs and PCNs with
people with (intellectual) disabilities is limited. However,
in a qualitative study performed by Wullink et al, needs
regarding communication with people with an intellectual
disability were compared to criteria used to train GPs on
how to communicate with patients.** PDs stated that they
liked to be listened to and talked to by their GP (instead
of talking to the informal caregiver); they also viewed the
duration of consultation as too short, even though GPs
often reserved twice the time of a regular consultation of 10
minutes to talk to them.***! A lack of time to communicate
effectively with PDs is also a challenge for PCNs, which
was demonstrated by Hemsley et al in a hospital setting.2%
Experiences reported by these nurses were similar to those
of GPs: taking time to communicate with PDs was most
often compromised due to the workload of care profession-
als. These results were also underpinned by Mastebroek et
al. Moreover, their findings highlighted the importance of
a personal connection with care professionals.** In order
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Home care only Residential care only
Residential care 85.3% 14.7% 95.4% 4.6%
PCNs Home care 92.1% 7.9% 96.3% 3.7%
GPs 98.1% 1.9% 95.4% 4.6%
Residential care 87.5% 12.5% 88.2% 11.8%
GPs Home care 100% 0% 100% 0%
Specialists 75% 25% 82.4% 17.6%
0% 30% 60% 90% 0% 30% 60% 90%
(Very) good  (Very) bad (Very)good  (Very) bad
GPs: n=8 PCNs: n=266 GPs: n=17 PCNs: n=109
Figure 3 Dichotomized quality of communication of GPs and PCNs across different settings.
Abbreviations: GPs, general practitioners; PCNs, primary-care nurses.
Table 5 Knowledge of tools, procedures, and agencies among GPs and PCNs
GPs (n=34) PCNs (n=475)
Adequate Inadequate No Adequate Inadequate No
knowledge knowledge knowledge knowledge knowledge knowledge
Tools to support PDs
Communication aids (eg, Tellus,’® SMOG [sign 11.8% 41.2% 47.1% 10.9% 54.9% 34.1%
language], Picto)
Adjustments and tools to support PDs in activities of ~ 44.1% 50% 5.9% 77.9% 20.8% 1.3%
daily life
Adjustments and tools to improve mobility of PDs 70.6% 29.4% 0 90.5% 9.1% 0.4%
Adjustments to and tools in housing of PDs 64.7% 32.4% 2.9% 77.1% 22.1% 0.8%
Relevant procedures and agencies for PDs
Flemish Agency for Disabled Persons (VAPH) 55.9% 38.2% 5.9% 28.2% 55.8% 16%
Benefits PDs might be entitled to 52.9% 44.1% 2.9% 18.7% 66.9% 14.3%
(Residential) care facilities in the region 35.3% 64.7% 0 39.4% 52.2% 8.4%
Procedure for admission in residential care facilities 29.4% 67.6% 2.9% 20.2% 61.5% 18.3%

Abbreviations: PCNs, primary-care nurses; PDs, people with disabilities; SMOG, Spreken met Ondersteuning van Gebaren.

to enable PDs to engage in their care, primary-care profes-
sionals should invest in their therapeutic relationship with
patients (with a disability).”#4

One way to facilitate or improve interaction with PDs
is to be aware and use tools to support communication
between care professionals and PDs.>#+% Publications that
stipulate a series of tools designed for PDs to help them
communicate include an Australian management book in
which guidelines are formulated to support health care
professionals in their interaction with people with (devel-
opmental) disabilities and a review by Lantman-de Valk and

Walsh.>* Competent communication is an essential part
of the therapeutic relationship. Therefore, tools to support
communication can be considered a reasonable adjustment
to make sure PDs can take part in decisions about their
care.” Because different kinds of communication deficits
exist among PDs, communication should always be tailored.
In a person-centered approach, communication aids to sup-
port PDs in the management of their care should thus be top
of mind. As these tools improve the quality of a (medical)
conversation, their use is not only beneficial for PDs and
primary care professionals but also for informal caregivers,
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because they are often consulted or even requested to make
decisions for PDs.

Being responsible for the management of care for
PDs can result in burdening of informal caregivers: in
accordance with previous research, the majority of GPs
and PCNs in this study reported a burdening of at least
half the informal caregivers.*#’ In their opinion, the two
most frequent underlying causes were an overload of tasks
and difficulties in finding suitable care. These findings
indicate a reliance on informal care, as well as difficulties
regarding accessibility of care services. Both professions
reported being frequently in contact with informal caregiv-
ers. This could be an illustration of the complementarity of
or tendency to (have to) rely on informal care, although it
might also be a reflection of a good relationship with the
informal, supportive network of PDs. These data should
be interpreted prudently, as they voice GPs’ and PCNs’
opinions on problems experienced by informal caregiv-
ers. Consequently, it should not necessarily be surprising
that only a limited number of GPs and PCNs adjudicated
burdening to hamper (para)medical follow-up.

Communication with health care

professionals

The majority of GPs and PCNs in this research perceived
interdisciplinary communication with care professionals
in both home care and residential care as (very) good, in
contrast to other research.? However, focusing on GPs and
PCNs working exclusively in a home- or residential care set-
ting, it is apparent that GPs’ communication with specialists
was reported to be (very) bad. This result is an important
indicator. However, it should be interpreted cautiously, as
the larger percentages were based on a limited number of
GPs. On a descriptive level, a slightly higher proportion of
GPs communicated better with professionals in residential
care than PCNs with home-care professionals. Differences
in PDs residing more frequently in residential care facili-
ties (GPs) or in a home-care setting (PCNs) is a possible
explanation, as it enhances the likelihood of having (good)
contact with professionals working in these respective set-
tings, although no significant differences could be found.
Remarkably, despite their communication with profession-
als in residential care facilities, GPs frequently reported
being inadequately aware of the procedures involved in
admission to residential care facilities, as opposed to PCNs,
who reported adequate awareness. As the exchange of health
care information is a prerequisite for high-quality care, the

categorization of well-communicating health care profes-
sionals is promising.*°

Collaboration, advice, referral

GPs’ and PCNs’ communication with PDs and their informal
caregivers and health care professionals is important, as is
the collaboration with care services and agencies special-
ized in care for PDs. In a more person-centered approach to
health care, it is vital for GPs and PCNs that they are able to
rely on a network of health care professionals.”*® Moreover,
they need to be aware of specialized agencies to which to
refer PDs. Although primary-care professionals should, for
instance, have a general awareness of measures to improve
PDs’ quality of life, gaps in information can be bypassed
when involved in a network of (specialized) care services
and agencies. Consequently, the workload, which is inevi-
tably affected by taking into account the needs of PDs, will
be “shared” among all network members.*?

In this study, for both GPs and PCNs, reported awareness
of communication aids is problematic. As explained, being
able to communicate is vital, as high-quality care requires
insight into the needs of patients. However, both profes-
sion groups reported being adequately aware of measures
to support PDs in their daily life (routines, being mobile,
adjustments to their home). GPs reported being aware of
the role of the agency specialized in the organization of care
for PDs, which was not the case for PCNs: they were most
frequently aware of care facilities in the region. These results
illustrate how a multidisciplinary approach is beneficial to
PDs: primary-care professionals might lack information on
practical and social measures targeting PDs, but they can
assume a coordinating role and make referrals to other care
services and specialized agencies who have accurate infor-
mation at their disposal.*>*

Previous research has shown that care professionals
themselves value and would like to be more educated about
collaboration with other services.’! Presumably, addressing
PCNSs’ inadequate knowledge on the responsibilities of VAPH
will give them the opportunity to refer PDs to this organi-
zation. Indirectly, it can help PDs and informal caregivers
navigate to the health care system and maybe steer them
toward alternative care solutions. Consequently, this would
reduce burdening of informal caregivers by targeting their
search toward finding suitable care. Otherwise, as mentioned
earlier, management of care is often shifted to informal
caregivers, in particular when primary-care professionals’
communication with PDs is poor and informal caregivers
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are increasingly expected to make health care decisions for
them, when interdisciplinary communication is poor, when
there is no awareness of supportive measures for PDs, and
when agencies specialized in the organization of care for
PDs are unknown.*

Limitations

This study examined GPs’ and PCNs’ quality of communi-
cation with PDs and health care professionals. Moreover,
it provided insight into GPs’ and PCNs’ awareness of sup-
portive services relevant in the care of PDs. Because the
questionnaire was developed based on expert opinion of
a multidisciplinary team, it was only face-validated. This
study has potential selection and response bias. It was based
on a purposive sample in one Belgian region because of the
access to all email addresses of these primary-care profes-
sionals. There is no indication that findings are specific
for primary-care professionals employed in this region (as
opposed to other Belgian areas) or relate to delivering care
to a certain subsection of PDs. These hypotheses were not
explored; therefore, findings should be interpreted cau-
tiously. Although the sample size of GPs was small, valu-
able information was able to be collected from the PCNs.
The primary goal was not to generalize findings, although
to some extent this would probably be justified, as certain
needs reported in this research were similar to previous
studies.?*® The questionnaire was distributed broadly in
the targeted region. Response bias can be presumed, par-
ticularly for GPs, when only those with a specific interest
participated, eg, those who frequently encounter problems
in their care for PDs or who feel inexperienced. Results
should be interpreted prudently, because of the lack of data
from nonrespondents.

Recommendations

In order to meet the needs of PDs and their informal care-
givers, primary-care professionals should be aware of the
importance of being involved in a network of care services
and specialized agencies. Although clinical knowledge
prevails in their prequalification training, being informed
about measures improving PDs’ quality of life is beneficial,
in particular for this population.’> As PDs might be at greater
risk of experiencing difficulties navigating through the health
care system than the general population, both GPs and PCNss
have a key role in giving advice and making referrals to
other care professionals, as well as specialized agencies.'”
As information regarding tools to support PDs and benefits

PDs are entitled to is dynamic and changes over time, the
focus should be on how to be up to date or how to organize
a multidisciplinary network. A first step to achieve both
would be to keep every stakeholder in the loop, thus sharing
information. When documentation is being integrated,
interprofessional collaboration is within reach. In order to
exchange information successfully, all stakeholders should be
onboard and there should be consensus about the medium to
facilitate the exchange. Moreover, the tool enabling the flow
of information should be adapted to all stakeholders’ working
routines.’*** However, sharing information face to face (or
orally) and being part of a team are other prerequisites that
should not be overlooked.

The development of multidisciplinary, on-the-job train-
ing to tackle common, everyday challenges primary-care
professionals come across in their care for PDs should be
explored.*® It is feasible to design a training package that
can be deployed in different settings and for different health
care professions, as has been demonstrated in a review by
Hemm et al.> Zooming in on future primary-care profes-
sionals, prequalification training could be reorganized. A
program could be developed in resemblance of a project
by Bollard et al, exposing (mental health) nurses to PDs
by involving them in nursing education. This has been
shown to be beneficial, as students improved their knowl-
edge of disabilities, as well as their understanding of the
need for different ways to communicate with PDs.>” An
alternative approach is teaching students from the point
of view of service users and their experiences in trying to
get access to necessary health care, which might also be
an innovative and intriguing way to educate health care
professionals.

In general, these educational programs will have
to integrate knowledge, skills, and attitudes to turn out
equipped primary-care professionals. In particular, topics
regarding mental health should be included: it not only
influences PDs’ physical state but also can shed light on
the underlying mechanisms of what is perceived as “chal-
lenging behavior”.*-2 Besides disseminating knowledge,
care professionals should have the opportunity to practice.
Important skills to be acquired would be those regarding
interpersonal communication, with a specific and extensive
focus on doctor—patient communication and relationship
(trust) building with PDs.

Although delivering care to PDs can be very challenging,
it also allows care professionals to be creative: to meet the
needs of PDs, a “one size fits all” approach is not feasible.
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Instead, person-centered care with tailored interventions will
be necessary.

Conclusion

Both GPs and PCNss self-reported the quality of their com-
munication with PDs as good. However, these primary-care
professionals’ lack of awareness of tools to support commu-
nication is problematic. Being involved in a multidisciplinary
network seems vital for both these professional groups, given
their inadequate awareness of practical and social support
measures, procedures, and specialized agencies relevant
to PDs.
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