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Howard Meltzer
22 March 1951-23 January 2013

(This picture is published with kind
permission of the author’s beneficiary Sylvie
Voirin)

Professor Howard Meltzer was an
outstanding social researcher in the field of
disability and an expert in the design,
implementation, and analysis of national
health surveys. As a charter member of the
Washington Group on Disability Statistics
representing the Office of National Statistics
of England, he contributed enthusiastically
and tirelessly to the improvement of
disability statistics for international use.
Born in Manchester, England, he was
educated at North Manchester Grammar
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Crock and Laura Smith-Khan

ons with disabilities who find themselves displaced by human conflict have
Wescribed as “too often invisible, too often forgotten and too often overlooked”
$hio Guterres, cited in WRC 2008, p. 1). As an agency of the United Nations —
herefore bound by international law, the United Nations High Commission for
H ses (UNHCR) has embraced the paradigm shift in approach demanded by the
Wention on the Rights of Persons with Disabilities (CRPD) (2008). In this chap-
ve explain how the work of the Washington Group has been used in multi-
try fieldwork to explore the adequacy of the systems used by UNHCR and
bragencies to identify disabilities in populations of displaced persons. The over-
iim of the research was to encourage these humanitarian actors to improve the
ssibility of their operations (Crock et al. 2013, p. 737). The project provides an
sting illustration of how the “functionality” approach pioneered by the
fhington Group can be used in diverse field situations.

Jlie importance of identifying and recording accurate and comprehensive infor-
ion about disability is widely acknowledged. Article 31 of the CRPD creates an
ieitduty in states parties to collect statistics and data “to enable them to formu-
and implement policies” to promote Convention rights. In 2010, UNHCR’s
putive Committee recommended that states and UNHCR undertake:

BSWift and systematic identification and registration of refugees and other persons with
iSabilities, with particular attention to those who cannot communicate their own needs, in

Sdpter draws on an article prepared during an early stage of the “Protection of Refugees with
bllities” Project. See: Smith-Khan et al. 2015a.

Crock ()
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order to identify their protection and assistance needs, including

/ tries, the r C ied i ’
assessment (ExCom 2010). ty-of coun , the refugees studied in Jordan and Turkey generally

ar cultural and linguistic backgrounds. While Uganda is the only one of
es to have unconditionally ratified the Refugee Convention (1951) and
1967), all are parties to the CRPD.

country, we met and interviewed representatives from UNHCR;
artners and local Disabled Persons Organisations (DPOs). In Uganda,
dan and Turkey we also met with government officials. In every coun-
tan we conducted individual and focus group interviews with refugees
seckers. Critically, for present purposes, our research tools used drew
he International Classification of Functioning, Disability and Health
yped by the World Health Organization (WHO). As many in this vol-
he ICF reflects and operationalizes the CRPD approach to disability. It
ture not only a person’s impairment or health condition, but also the
al barriers that create disability (WHO 2011, p. 4). The ICF conceptu-
lity as difficulty in any one of three interconnected areas: impairments
n body function or alternations in body structure’); difficulties in exe-
ties — for example, walking or eating; and participation (‘problems
ment in any area of life’) (p. 5).

forms the basis for a number of national and international identification
2011, p. 29), including question sets developed by the Washington
sability Statistics. These include a basic set of questions:

While data collection is a global challenge, displacement
ticular problems. There are a range of reasons why peoplé;
tion or in situations of extreme deprivation may be reluc
to local host authorities or to agencies like UNHCR. Refi
sons may be unaware of the benefits of registering with th
have lost critical identity documents in the course of their fij
inaccessible to those with disabilities (Hart et al. 2014, p.
may be overlooked (HelpAge International and HandicapI
Even for those who register with UNHCR and its implen
partners (different government agencies, NGOs and 1GOs
our experience suggests that disability can be overlooked or
(Smith-Khan et al. 2015a, b; HelpAge International and
2014, p. 16). ~
The chapter begins with a brief overview of our researc
used in collecting data in the various countries in which fie
Thereafter we use a discussion of the disability data collect
isations studied to outline apparent shortcomings in the sy
then critique in greater detail the practices and tools used for |
ing disability in displacement situations, drawing out examp
practice. The chapter concludes with some reflections on th
Washington Group question sets, as well as other importan
identification and information sharing. ‘

ve difficulty seeing, even if wearing glasses?

ave difficulty hearing, even when using a hearing aid?

ve difficulty walking or climbing steps?

ve difficulty remember or concentrating?

ve difficult with self-care, such as washing all over or dressing?

- usual (customary) language, do you have difficulty communicating
le, understanding or being understood by others)? (WHO 2011, p. 26)

QOutline of Project

hese questions, responses range on a scale from “No difficulty” to
{ all” (WHO 2011, p. 26). Questions about anxiety and depression,
in are also included (Washington Group 2011, pp. 9-11).

‘ted ICF-based surveys extensively, WHO (2011) recommends the
¢ [CF as an international standard. Further, it advocates a “difficulties
‘approach in place of an “impairment” approach, recommending that
stions be added to existing surveys as a “cost-effective and efficient”
n strategy (p. 45).

dual questionnaire included a disability identification tool based on the
ngton Group questions. As WHO recommends (2011, pp. 40-1), we
s about assistance with functional difficulties, fatigue, pain and

This chapter shares findings from a project conducted b
University of Sydney’s Faculty of Law. The work involved pi
tive research, combining a critical review of existing studi
with multi-site fieldwork in six host countries: Malaysia ¢
Pakistan and Uganda in 2013 and Jordan and Turkey in 2014,

These countries were selected to allow for the study of dis:
displacement situations. In Malaysia and Indonesia, the res
refugees and asylum seekers living in urban settings. Criti
these people was tolerated but not supported by government
living in the capital city of Kampala were compared W
government-sponsored refugee settlements who receive su
services. In Pakistan, UNHCR provided us with survey data
view of the diverse refugee population living in urban, rural a
Finally, research in Jordan and Turkey involved a case study
placement scenarios: refugees fleeing ongoing conflict in Syria
and urban refugee settings. Unlike the other research countries

i‘ﬂ’t}’ 10 the Refugee Convention, but limits its application to refugees from Europe.
the CRPD on 19 July 2010; Indonesia on 30 November 201 1; Pakistan on 5 July
8 September 2009; Jordan on 31 March 2008. Uganda acceded to the Refugee
s Protocol on 27 September 1976. Turkey ratified the Refugee Convention on 30
acceded to its Protocol on 31 July 1968.
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affect, as well as access to income, food, water, education » voluntary informed consent was another challenge: our status as
ences of discrimination. After asking basic demographic qu ?earchers created a power imbalance (Abdel-Messih et al. 2008, p. 36).

that there was no obligation to participate and that our research coyld
¢ improved protection outcomes for individuals interviewed. En'sux:mg
‘ * privacy during interviews was also challenging as we often had limited
cms of venue and accommodation. The problems were particularly
sanda where our presence attracted considerable curiosity. We endeav-
Qldour interviews in private areas or at some distance from gatherings.
o environment for the research was less than ideal.

da. the pressure of numbers meant that we resorted to distributing 300
krkeé for self-completion. Returning some days later we were astonished
the refugees had made more copies, returning close to 900 completed
es. As we processed these, we observed some comprehension issues
s to revise the wording of the questionnaire for subsequent use. The
Iso reinforced the importance of providing ample training for commu-
nd interpreters or anyone else responsible for implementing such tools.
estionnaires in refugee languages would also help overcome compre-
e« and facilitate inclusion (Bloch 2007, p. 239). Again, we were unable
1 of these issues because of funding and time restraints.

whether the interviewee had a disability and, if so, to descri
open ended question could then be compared with the dat
tionality questions.
In total, the following individual interviews were con
Malaysia — 151; in Indonesia - 58; and in Uganda — approx
we also collected over 900 questionnaires that were gither
pleted in French or English with the assistance of an ine
because so many people approached us expressing a desir
research that we finally distributed the remaining paper sur
with us. The refugees located photocopiers in the settleme
documents for further distribution over a 3 day period. This r
cated the extent to which the interviewees regarded th
refugees.’ -
The disability identification questionnaire was used wit
participants in Jordan. We also conducted four focus groups,
40 people, in Uganda and Indonesia; and of around 20 peo
and Turkey. In each instance we asked questions about fu
accommodation for persons with disabilities. j
In Pakistan, constraints of time and personnel did not permi
refugee communities. However, interviews were conducted
government officials. Most importantly, UNHCR provide
2011 Population Profiling Verification and Response (PPVR
was used that included questions similar to those in'the W
set (see CCAR and UNHCR 2011). In Malaysia, Indonesia
given data extracted from UNHCR’s Profile Global Registra
(UNHCR 2004), listing persons identified as having a dis
UNHCR’s partners. Finally, in anticipation of our arriva
Malaysia commissioned an internal report on disability (Sari
background into the existing data and identification procedu
The fieldwork across the six countries visited' threy
Limitations of time and a modest budget lead us to use purps
niques to locate most of our participants: we were notin a po
questionnaire randomly over a large sample. Accordingly v ,
the questionnaire data is statistically valid (Bloch 2007, p. 2
keepers, like UNHCR and other staff and community lea
excluded some persons (Harrell-Bond and Voutira 2007, p
p. 235). In some instances, the information gathered-was sel
pants, meaning its accuracy cannot always be verified: see al

u

ata on Refugees with Disabilities

{ier, UNHCR in Malaysia, Indonesia and Uganda shared with us statis-
ted from the ProGres database on “persons of concern” recorded as hav-
ility: These are the people registered with the agency for whom UNHCR
vel of responsibility. As of June 2012, UNHCR in Malaysia reported
02 refugees with a disability (Sario 2012). This amounted to 0.21 % of
egistered persons of concern at the date in question. In September 2012,
Indonesia reported caring for 51 such persons, or 0.64 % of approxi-
00 persons of concern (UNHCR 2012). The situation in Uganda was
ilar. Of 66,589 refugees and persons of concern living in Nakivale
n September 2013, only 309, or 0.46 %, were recorded as having a dis-
CR 2013b, p. 1). In neighbouring Oruchinga Settlement, 99 persons
ities were recorded out of a population of 5799, equating to 1.71 % of
refugees. As percentages, these figures fall well below the WHO global
15.6 %, and even the 2.2 % estimate for severe disability. The estimates
d even further from WHO’s estimates for developing countries, even
mber of our research locations were in such countries (WHO 2011,
ite of early suggestions from some UNHCR staff interviewed in 2012
/ith disabilities do not travel, it was clear to us from the outset that the
in UNHCRs initial registration processes was not capturing the dis-
the persons in their care.

?See further below, The behaviours exhibited may also reflect the aspirat
involvement in the survey could deliver a benefit, for example. in term;
country. This was despite every effort on our part to explain the natur
participation in the survey would (and would not) mean for them.
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's Guidance (published after the making of the CRPD) acknowledges
< with disabilities may be overlooked, stating that it is “vital to introduce
ocedures for identifying persons with disabilities” (2011b, p. 9). Later in
ont the identification of children with disabilities not attending school is
 as essential to ensuring inclusive education (p. 13).
out of UNHCR’s ProGres has been a particularly valuable step in ensur-
and systematic identification and information sharing. At time of writ-
ud-based program was being used in over 75 countries at registration and
orecord details about persons of concern (Microsoft 2015). The informa-
hared between multiple UNHCR offices and between units within each
HCR staff are provided with training and guidelines to help standardise
smation recorded (UNHCR 2004).

ProGres provides the framework for data collection, the next chal-
how the data is categorised by UNHCR. The database includes a section
special protection or assistance needs” for persons of concern. The way

s is explained in the Registration Handbook. The “Disability” category
area of special protection and assistance needs (coded as “DS”) includes

ental, intellectual or sensory impairments” (UNHCR 2009, p. 44
urther subcategories for different types of disabilities, set out in the table
le 16.1).
ubcategories were being used in both Malaysia and Uganda. Our concern
y operate as labels for impairments that do not align directly with func-
nd needs. There are no linked questions about the environment in which
living and the assistance available. Without this information the inter-
ot capturing a clear picture of the person’s disability or needs. Moreover,
ons do not ensure that like cases are treated alike. When determining
Jmeone has a severe or moderate physical disability, some guidance is
However, the definitions do not capture the role that barriers and accom-
play in creating disability. In practice, similar or identical impairments
ry different effects depending on the accessibility of environment, so
rents can be very dissimilar in actuality. For example, a person who is
but who has an appropriate wheelchair and who lives in an area with
uildings may be able to function independently. A person with similar
nts who does not have such assistance or who faces barriers in the built
ent may be severely restricted. The impairments of the two people may be
ut their situations are different and result in different disabilities (Sario
). UNHCR’'s guidance recommends “specialist/qualified personnel” to
severity (UNHCR 2009, p. 5) which may create an evidentiary (and
urden on individuals that is difficult to meet.

’s guidance recommends that “staff should code each specific need sep-
ecking the most appropriate category but avoid multiple vulnerability

Happily, our research coincided with major initiativesi
methodologies for collecting data on disabilities. The Pro
Indonesia and Uganda contrasts sharply with the results o
In that exercise, UNHCR and its government partners cé
covered 974,961 Afghans living throughout Pakistan.:The
census, asking a range of questions of a principal informan
their household. The disability section drew on the ICE anc
bling the Washington Group set. This was the first 1Qc£1ti
approach used, and the results reflected the change in p
persons reviewed, 79,954 were identified as having func
equates to 8.2 % of the population surveyed, .
The WHO estimate of 15.6 % as the global average for the
is based on adults (aged 18 years and older). Impai&nents :
cantly higher amongst adults and the elderly than amoncs
p- 27). When data covers a complete population, the perzent
to fall. When limited to adults, disability prevalence in the
to 14.97 %, close to the WHO estimate. Given that the Prs
gees of all ages, this could account for slightly lower perc
significantly low percentages suggest that even if the
removed, the percentages would still remain incongruouslyi )
Although the PPVR was an exceptional verification exerc
value of adopting an approach embracing internationally—reéc)
contrast between the ProGres and PPVR data suggests str
standard procedures may not be capturing all th()s?a with dkiks
crudest of levels. We say this, acknowledging that disability
cult concept to capture: it is occurs on a continuum and
dichotomised. The Washington Group questions at least
responses, encouraging responses where labelling serves to d
perceive their impairment as serious.

o

Procedures and Tools

UNHCR’s Registration Handbook (2003) states that registra
identifying those at risk and those who have special needs” (:
with disabilities should be given priority for registration an
Hoyvever, it provides no further guidance on how persons WI
assistance needs are to be identified during registration.

¥We have not obtained ProGres data from UNHCR Pakistan, so it wa
data collected during the PPVR with standard ProGres data on disabil
even if this were available to us, the majority of refugees in Paki
UNHCR, but rather in the Government of Pakistan’s database (interview wil
9 April 2013) meaning that comparative value would be limited., .

noted that earlier guidance in UNHCR's Registration Handbook mentions only a
ategory for persons of concern who are “physically or mentally disabled” (UNHCR
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Table 16.1 UNHCR disability subcategories (UNEHCR 2000: 56

DR o same characteristic” (UNHCR 2009, p. 1). The response of officials in
Sl.lbcmegory Bescription e untries suggested to us that it was unclear to staff whether this means
gflxl:zlanl ;:iu)pairment (including Pe‘rsop who has a visual limitation Jity should be coded once only or whether there is scope for recording

o8 fe;fllgf}g fromi llln.ess,‘ infection, injy s of disabilities, with multiple sub-categories for a single individual.
WAICh Impacts daily Tife, may restric 1 officer working at the PSN desk during a verification exercise told us

movement, or require on-going . o .
education or regular moni?oring tieved she was expected to record only one disability code for each per-

Hearing impairment | Person who has a hearing imitation ecognised that in some cases persons do have multiple difficulties. She
(including deafness) resulting from illness, infection. injury ged that failing to note each disability undermines the supporting organ-

which impacts daily life, and may r
trez}tment‘ special education, rn()I;ité
maintenance of artificial hearing d
may be able to communicate through

: lity to provide appropriate assistance (interview, September 2013). We
imilar tendency to record only one disability against persons of concern
and Indonesia. In Malaysia, UNHCR’s list included cases in which

Physical Person who has a physical impairr.e, cerebral palsy were identified simply as having a “mental disability”,
disability — moderate resulting from mncss,minjuryg ﬁig‘;“ tion that may or may not have been accurate, The list also included

recorded as having one impairment (paraplegia) who also had difficulty
caring. The less obvious impairments were not recorded.”

nesia, disability was categorised as either mental or physical by UNHCR
mplementing partner CWS in the documents provided to us. A separate list
cted for “medical” cases (interviews, UNHCR and CWS September
ere disability or any other vulnerability was identified by UNHCR staff,
ns were referred to CWS for assessment and support.

ice, UNHCR staff reported that questions asked during initial registration
truncated because of time and resource constraints. In Indonesia staff
jllecting basic bio-data and asking only one open question about the per-
ection claim during initial interviews. Questions regarding physical and
llbeing are only asked at Refugee Status Determination (RSD), poten-
> than 12 months after initial contact (interview, UNHCR, September
Malaysia, disability may be identified through basic vulnerability assess-
are carried out during registration. However Sario (2012) writes that
o tools specifically designed for registration staff to detect disabilities. ..
primarily on both visual perceptions as well as the information provided
viduals themselves” (p. 16).

ysia, Indonesia and Uganda, some measures were in place to identify
beyond registration. UNHCR's Heightened Risk Identification Tool
s being used as a basis for needs assessments in Malaysia. The HRIT
¢ question about whether the person has any “health problems, conditions
ities” (UNHCR 2010, p. 9). This provides a basic starting point for identi-
dirments.

anda, UNHCR was using the more recently developed Resettlement
nt Tool: Refugees with Disabilities (UNHCR 2013a) as sensitisation for
raging them to include refugees with disabilities as potential candidates
lement. UNHCR and its partners were also undertaking participatory
nis in the refugee settlements, guided by UNHCR’s Age, Gender and
olicy (UNHCR 2011a).

which does not significantly limit the
fupction independently. This categb‘ry
mine victims and persons who [os fir
o which may be corrected with 4 prosthe
Physical disability ~ severe Person who has a physical impaif?%&n
resulting from iliness, injury, traum :
which severely restricts movement;
limits the ability to function ind@pénd
an occupation, and/or requires assisea
caregiver .
Mental disability ~ moderate | Person who has a mental or intellectn
from birth or resulting from illnes n
old age. which does not significantly |
to function independently and interac
require special education; some mon
modest medication
Mental disability — severe Person who has a mental or intelleeni
from birth or resulting from illness. in
old age, which significantly limits th
function independently or to pursue an
requires assistance from a caregiver. a
medication and/or medical treatme
Speech impairment/disability | Person who is unable to speak clearl
resulting from illness, injury, trauma o
which restricts or limits the ability to
independently, and may require speech
medical intervention. The person ma
) communicate through sign language
Mental Illness NB: Falls within the ‘Serious medical
category (rather than the Disability cater
captures persons with a ‘mental or psy
condition which impacts on.daily func

functioning of persons with cerebral palsy is a complex area, with varied ability
e Fennell and Dikel (2001) for a description,




314 M

In contrast, we noted significant developments in Jordan
partners were developing and implementing the Refugee
System (RAIS) and the Vulnerability Assessment Framewo
deliver a more comprehensive picture of the lived experience
identifying particular needs and considering impairment 0
Individuals and families are assessed holistically, with hom
works; income; and personal attributes all taken into accom;
mented through systematic and repeated house-to- house
there is less chance of someone falling through the cracks
record changing circumstances. Special attention was also bein
sharing between organisations. At the time of our research. th
assisting refugees were negotiating which information to shar
nise their records. While presenting significant challenges, 1
strated a more sophisticated approach to disability identificat

Relying on Self-Identification

Without detailed and systematic procedures for identifying
important for individuals to step forward and offer informat
This is especjally the case for those with disabilities that ar
visually (Davis 2005, p. 153). However, as the UNHCR R
(2003) observes, those with special needs are “often the least |
and make their needs known” (p. 7).

We found a number of factors that can impede self—ldentlﬁ
standings of disability can vary across groups or cultures (se
2011, chapter 1). This may mean that individuals may not b
disability, even though they may meet organisational definiti
in the results of our questionnaire, as we discuss below (see b
ancy between responses to open-ended questions about disal
questions about functionality were sometimes very marked.

Social stigma can operate to deter disclosure. This is especi
chosocial conditions (Garand et al. 2009, p. 114), and may vary
example, we observed a particular stigma around epilepsy in L
and the effects thereof was also something that elicited sham

close. Bureaucratic requirements for proving disability can also
a particular concern in development contexts where refugees m
logistical means to access specialist services required to docu
ments. Those with disabilities are often the poorest members o
“Catch-227, this can make them less likely to have the resourc
evidence they need to access services (including financial assista
concerns access to information. We encountered individual
that disclosing their disability to refugee support organisations wi
to them. Indeed some seemed to believe that disclosure would h
such as being rendered ineligible for consideration for resctilem
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Making Strides Towards Inclusive Identification

hi. . A., El-Setouhy. M., Crouch, M. M., & Earhart, K. C. (2008). Developing cultural
snice and overcoming ethical challenges in the informed consent process: An experi-
om Egypt. Journal of Research Administration, 39(2), 33-40.

(2007). Methodological challenges for national and multi-sited comparative survey
h.Journal of Refugee Studies, 20(2), 230-247.

. Ernst, C., & McCallum, R, (2013). Where disability and displacement intersect:
seckers and refugees with disabilities. International Journal of Refugee Law, 24(4),
64,
. (2005). Invisible disability. Ethics, 116(1), 153-213.

B.. & Dikel. T. N. (2001). Cognitive and neuropsychological functioning in children
rebral palsy. Child Neurology, 16(1), 58-63.

Lingler. J. H., Conner, K. O.. & Dew., M. A. (2009). Diagnostic labels, stigma and
ation in research related to dementia and mild cognitive impairment. Research in
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There are clear and significant challenges to identifying d
placed populations. However, UNHCR and its governmen
partners are demonstrating their willingness to overcome {
make their policies and practices more inclusive, Thig is dem
of measures we observed across the fieldwork locations.
First, we acknowledge again and stress the value of integr
Group questions into the PPVR in Pakistan. If a stmilar appro“ '
in registration and verification procedures in UNHCR s opera
we are confident that the agency would be able to generate cc
aligns more closely with global standards. Such data would b
for targeted funding appeals.
However, reforming registration and data collection is kby ne
its own. Throughout our fieldwork, we observed examples of
help to overcome barriers to identification. As mentioned abo
specific questions, refugees can be reluctant to disclose some di
of displacement lends itself to many unusual if not unique challen
the importance of awareness raising and training, and the dis
tion in suitable languages and formats. Empowering refugee ¢ ional. httpy//www.helpage.org/download/537207495fc87

of refugees with disabilities may also create a valuable condui L (2013). ProGres refugee registration platform. http://www.microsoft.com/publicsector/
Much is being done to improve the situation for refu ternational-organizations/projects/Pages/proGres-refugee-registration-platform.aspx
However, there is still a long way to go. Identifying impairm !
itself, although it is a crucial first step. Only through understa ation p‘mﬁling, verification and response survey of Afghans in Pakistan. Islamabad:
ences and context of persons with disabilities living in displ:
begin to design suitable responses, facilities and procedures.
disability is thus essential to ensuring all refugees have eque
and humanitarian assistance. ‘
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